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Abstract
Background

Child / Adolescent Mental Health Services (CAMHS) psychiatrists and other professionals are
specialists in managing children and young people (CYP) with emotional, behavioural or mental health
(MH) difficulties. Increasingly Community Child Health (CCH) clinicians are also managing a range of
neurodevelopmental, behavioural and emotional problems. The overlapping roles of CCH and CAMHS
mean that both need to be included for effective surveillance and research of behavioural/emotional
problems among CYP.

Method

An online survey was conducted to gain a better understanding of the extent to which CCH
paediatricians might be seeing children with rare mental health conditions that could be missed in a
Child and Adolescent Psychiatrist Surveillance System (CAPSS) study directed solely to CAMHS
psychiatrists. In addition to specific questions about their roles and caseload, the respondents we able
to give free comments about their experiences of collaborative work with CAMHS, which was
subjected to thematic analysis.

Results

A total of 245 respondents working within 180 CCH units across the UK completed the questionnaire.
Common themes identified from the paediatricians’ responses included high rate of CCH referrals from
primary healthcare/other agencies as default, patients’ experience of service fragmentation between
CCH and CAMHS, limited CAMHS access or availability, high rejection rate for CAMHS referrals, as well
as some positive examples of integrated/collaborative work.

Conclusion

Responses highlight the wide range of work CCH paediatricians are expected to undertake in the field
of CYP mental health. The need for CCH in rare disease surveillance and the challenges of joint-working
with CAMHS were highlighted.

Keywords:
Neurodevelopmental and emotional problems, childhood, Child / Adolescent Mental Health Services,
Integrated care, surveillance, child health

Abbreviations;

ADHD: Attention Deficit Hyperactivity Disorder; ASD: Autism Spectrum Disorder; BPSU: The British
Paediatric Surveillance Unit; CAPSS: Child Adolescent Psychiatry Surveillance System; CAMHS: Child and
Adolescent Mental Health Services; CCH: Community Child Health; DCD: Developmental Coordination
Disorder; FAS: Foetal Alcohol Syndrome; FASD: Foetal Alcohol Spectrum Disorder; NDEP:
Neurodevelopmental and Emotional problems; LAC: Looked-After Children; LD: Learning Disorders;
MDT: Multidisciplinary teams; MH: Mental Health; SEND: Special Educational Needs and Disability;
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INTRODUCTION

Community Child Health (CCH) is the branch of paediatrics specialising in management of
neurodevelopmental and emotional problems (NDEP), including Attention Deficit Hyperactivity
Disorder (ADHD), Autism Spectrum Disorder (ASD), Tics disorder (TD)/ Tourette’s syndrome (TS),
Learning Disorders (LD), Developmental delay, Development coordination disorder (DCD) as well as
child safeguarding and looked after children (LAC).! Co-existence of disorders and sharing of symptoms
across disorders (co-morbidity) is the rule rather than the exception for most children presenting with
impairments in various domains of development, communication and language, social
interrelatedness, motor coordination, attention, behaviour, mood and sleep?.

Child / Adolescent Mental Health Services (CAMHS) psychiatrists and other professionals are
specialists in managing children and young people (CYP) with emotional, behavioural or mental health
(MH) difficulties. The roles of CAMHS and CCH professionals are similar and overlap in the
management of common co-occurring MH problems associated with several NDEPs.

Growing evidence reveals that children with NDEP and intellectual disorders have three to four-fold
increase in prevalence of co-occurring mental disorders into adulthood?*. There are usually no
consistent service provisions to address most of these co-morbidities in a holistic manner and access to
effective treatments for MH problems among CYP is variable across the UK’.

Extant literature provide ample basis for joint-working between CCH and CAMHS as optimal settings
for providing effective and seamless high quality care to most CYP presenting with various MH and
NDEPs. Some conditions such as TS and LD are inter-changeably managed by either of the services in
different locations across the UK. Other healthcare professionals including therapists and educational
specialists are also often involved in the management of the childhood MH/NDEPs.8?

Despite recent government policies emphasizing more integration of multidisciplinary agencies
working with CYP with MH problems!®2, there is nationwide variation in clinical practice and evidence-
based research in this area is limited.

The importance of including other professionals in the monitoring of behavioural and MH
conditions surveyed by the Child Adolescent Psychiatry Surveillance System (CAPSS) is clear. Those
studies that have involved the British Paediatric Surveillance Unit (BPSU) which include CCH clinicians
have shown the need to include the paediatricians in the CAPSS surveys. To maximize case
ascertainment, it is important to understand the extent of management inter changeability and the
new commitments of CCH clinicians in the field of rare paediatric MH disorders.'3

DESIGN AND METHODS

An online survey, reviewed and approved by the BPSU and CAPSS, was conducted to identify
whether CCH paediatricians could support the ascertainment of rare mental health conditions through
the CAPSS which currently is directed solely to the CAMHS psychiatrists (CAPs). The survey was
distributed through the British Association of Community Child Health (BACCH) newsletters and direct
mass-emailing to members via a link to the web-based tool Survey Monkey. Responses were obtained
between December 2015 and August 2016.
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1

2

3 Respondents were also asked about their special roles or interest in the care provision for CYP with
g various NDEPs. The respondents were also invited to give free comments, which were analysed with
6 the aim of identifying common themes regarding respondents’ experiences of collaborative work with
7 CAMHS through thematic analysis®4.

8

9 Patient and Public Involvement

10 This survey was carried out among clinicians and no direct patient data was required. The survey
11 was designed by members of the CAPSS (Child and Adolescent Psychiatric surveillance Unit of the

12 RCPsych) executive team and discussed with the committee members of BPSU (British Psychiatric

12 Surveillance Unit of the RCPCH). Each of the teams have a permanent PPl Representative sitting on the
15 Executive board. They both advised that patient public involvement approval was not needed.

16

17 RESULTS

18 Characteristics of respondents

19 A total of 245 respondents working within 180 CCH units across the UK completed the

20 guestionnaire. These included professionals working at different grade levels including consultants
21 (75%), specialist associates/staff grades (20%) and others including trainees (5%).

22

;i Age range and specialty interests

25 Two hundred and thirty-seven (97%) respondents worked with CYP aged 0-18 years. Twenty-seven
26 respondents (11%) reported working with young people (YP) aged 19-25 years. These YP often had
27 their transition to adult services delayed (20/27), lacked any suitable adult services (10/27), had

28 complex disabilities or attended special education (9/27). The paediatrician acting in capacity of the
29 Disability Medical Officer was another common reason for managing the older YP (4/27).

30

31 Table 1 shows the different areas of CCH involvement, predominantly neurodevelopment (65%),
g; neurodisability (46%) and safeguarding/child protection (40%). Many respondents reported their

34 services as being most deficient in assessment and management of CYP with Foetal Alcohol Spectrum
35 Disorder, attachment and adverse childhood experiences.

36

37 Local service configuration for assessment/treatment of different conditions

38 Participants’ responses on whether CAMHS were part of a multi-disciplinary team or joint service
39 provision in their area were almost evenly split, with a slight preponderance of no joint input (51% vs.
40 43%).

41 The two conditions with the highest reported joint CCH/CAMHS management were ASD (21%) and
fé ADHD (11%), followed by eating/feeding disorders (8%) and physical symptoms with psychological

44 causes (8%)(Table 2). This confirms that CCH paediatricians are also involved in management of rare
45 MH disorders.

46

47

48 Thematic analysis identified the following recurring issues

49

50 Experiences of Joint Paediatric/CAMH service

g; One hundred and seventeen (48%) of the respondents described their experience of variable

53 degree of local CAMHS integration / joint working with CCH services (Table 3). Common themes

54 identified from the paediatricians’ responses included patients’ experience of service fragmentation
55 between CCH and CAMHS, limited CAMHS access or availability, high rejection rate for referral to

56 CAMHS, and high rate of CCH referrals from primary healthcare/other agencies who identify the CCH
57
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as the only available option. Some positive patterns of integrated/ collaborative working were also
highlighted by a minority of respondents (Table 4).

Some respondents gave examples of great challenges encountered with trying to maintain previous
or ongoing multidisciplinary team (MDT)/joint work in the face of financial constraints. Some clinicians
have witnessed discontinuation/ service closure in some areas. Obstacles encountered with CAMHS
joint-working were staff movement, ‘cuts’ in staff and resources, and teams/disciplines belonging to
different organisations.

Identified gaps in service provision

The limited or lack of services for particular problems/conditions such as associated MH problems in
CYP with ASD, ADHD and Foetal Alcohol Syndrome, childhood trauma (abuse, neglect) and attachment
difficulties, anxiety, feeding problems, and issues around transition to adult services was commented
on by 41/117(35%) (Box 1).

Disjointed services / Disjointed (Fragmented) Care

Participants often commented on the limited or lack of joint work between paediatric and CAMH
services despite acknowledged need for more streamlined provision of integrated services. Many
respondents noted that services were frequently working in a ‘fragmented’ or parallel pattern.
Common reasons mentioned for limited CAMHS access were lack of resources, including ‘cuts’ in staff,
narrow/high referral/acceptance threshold and ‘massive’ waiting lists.

Some respondents commented on compartmentalised services that are commissioned based on
diagnosis and age grouping rather that the presenting problems such as challenging behaviours, with
patients often require holistic/multidisciplinary assessment/intervention. CAMHS or CCH services are
often based in different Trusts, with CAMHS linked to adult mental health services rather than
children’s services. The cconsequences of disjointed service provision often led to CYP bounced
between services, long delays and patients ‘falling through the gaps’. CCH Paediatrics would often act
as ‘safety net’ for such CYP, although neither equipped nor commissioned for the interventions
required (Box 1).

CCH services overwhelmed by referrals

30/117 (26%) respondents reported ever increasing CCH workload because it is commonly regarded
as the “default gateway” for CYP with any MH or behavioural problems for which no other suitable
services exist. It was stated that many referrers would often provide little or no other justification for
requesting the CCH service than stating that “family/school would like them assessed for ADHD/ASD”
or for “behaviour problems”. It was also felt that many CYP normally referred to CAMHS are initially
referred to the CCH services either because of the long waiting list or inappropriate rejection by
CAMHS for “not reaching their threshold”.

Some respondents identified their lack of “expertise” for appropriate assessment and management
of many CYP with complex MH issues referred to them, such as FAS/FASD and Attachment disorders
(Box 1).

Future integration desirable

A small number of participants (n=23; 20%) noted ongoing plans for future collaboration/integrated
service in their local areas but not yet functional. Examples of suggestions for service improvement by
the respondents included increased joint working/service integration and enhanced (adult and child)

Page 5 of 18
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1

2

3 MH training among paediatricians. 9/23 (39%) respondents also emphasized the need for more

g resources allocated to both CCH and CAMHS and the desirability of enhanced training among primary
6 care professionals.

7

8 Good examples of effective Joint work

9 Well established CCH - CAMHS joint working/ integration in their area was described by 18

10 respondents. Common areas of collaboration cited include multidisciplinary teams (MDT) for ADHD,
11 LD and Special Educational Needs (Box 1).

12

13 Variation in service provision

1;’ Concerns about great geographical variation in service provision and the subsequent “postcode

16 lottery” effect was mentioned by 15 respondents. It was noted that several services are configured
17 around different ages (5/8/10/11 years) as cut-offs between CCH and CAMHS in different areas. Other
18 services are restricted to managing specific conditions/diagnosis e.g specialist ASD and ADHD services,
19 with wide variation in the type of professionals/clinicians involved (Box 1).

20

21

22

;i DISCUSSION

25 The commonest areas of CCH services engaged in by CCH paediatricians are ADHD and ASD,

26 Neurodisability and Safeguarding/Child Protection. This seems to correlate with findings of the most
27 recent RCPCH/BACCH national survey of CCH services which showed that 99% (85/86) of CCH services
28 provide an ASD assessment clinic, 63% had ADHD clinics and 57-82% provided safeguarding /Child

29 protection services?.

30

31 The model of joint services between CCH and CAMHS team was most frequently reported for ASD
;g and ADHD. The respective NICE guidelines clearly emphasized the importance of multidisciplinary

34 professionals working across several statutory and voluntary agencies in the optimal assessment and
35 management of these neurobehavioural disorders, identifying their coexisting physical health

36 conditions and MH problems??.

37

38 BACCH/RCPCH in their recent workforce guide identified that “some of the CCH functions,

39 particularly around ‘behaviour problems’ are split between paediatricians and CAMHS or other

40 specialist teams but by default many families, general practitioners (GPs) and social and education

41 professionals refer to the CCH team when they have concerns”!. These findings are corroborated by
fé this study. This suggests an indispensable need for close collaboration between CCH and CAMHS

44 teams to ensure optimal care to most of the children referred to the CCH services.

45 The findings suggest that surveillance restricted to CAPs could miss children with some mental

46 health conditions. Some children with conditions of interest to CAPSS may be seen in significant

47 numbers in CCH services, some of which could struggle to bring their patients to the attention of a

48 CAP.%

49

50 There are many historical and financial explanations for the poor integrated collaboration between
g; services designed for CYP with NDEPs. “Changes to the structure of the NHS in England have left

53 pathways of care fragmented with teams managed by different organisations with different ways of
54 working and a range of outcome and performance monitoring requirements”.! The responses of many
55 CCH paediatricians identified some recurring themes including: gaps in service provision, disjointed
56

57
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services, variation in care provision and obstacles to joint working. There were however positive
examples of effective collaborative work between CCH and CAMHS.

Advantages of inter-disciplinary cooperation among multi-professional teams have been well
documented in several paediatric conditions. Availability of integrated CCH and CAMH specialists will
reduce anxiety and confusion for the family of CYP. Children and families do often find transitions
between different teams and/or agencies stressful . A recently published meta-analysis of trials of
integrated medical and behavioural care demonstrated improved outcomes 7. An integrated multi-
professional service would provide a clearer referral route with a single point of access for patients and
their families, and a consistent assessment process across diagnosis boundaries 131>,

Drawing on the findings from a 3-year qualitative research study, Abbott et al concluded that whilst
professionals felt that they were able to offer families a more efficient service, there was concern that
the overall impact of multi-agency working on disabled children and their families would be limited.
The structures of multi-agency teams/services have potentials for improved information sharing and
problem solving, while cutting down a huge amount of duplication.!®

Some examples of best practices highlighted in the survey included provision of community-based
psychology services to CYP aged between 0 and 18 years. Joint working and collaboration with other
agencies were also identified, including multidisciplinary discussions with the social care services,
CAMHS and Paediatrics for CYP under the care of early years services, on Child in Need or Child
Protection plans and those under the care of the local authority (CYP in care).

Some examples of functional joint-working with CAMHS could include monthly joint case reviews,
agreed referral pathways and joint triage procedures. Even in the absence of full-fledged integrated
arrangements between CAMH and CCH services, minimum MH input into the management of various
neurodevelopmental disorders and their MH co-morbidities could be clinical psychology service for
provision of parenting support, which will help to improve the wellbeing of children and families coping
with life’s challenges, and prevent future significant MH disorders?®®.

Improved joint training between both CAMHS and CCH about common overlapping conditions
would help professionals to function more effectively in recognising and hence notifying CAPSS about
rare co-morbid MH problems among CYP with a wide range of NDEPs?3.

Strengths and limitations of the study

One of the strengths of this study is its nationwide scope and presentation of a representative
sample of CCH paediatricians’ workload and experience of working with CAMHS practitioners in the
UK. There are however potential weaknesses of the study that require caution when interpreting the
results.

The qualitative analysis of the free comments provided by participants to the national survey has
not been followed by any focus group or interview, therefore no opportunity for further in-depth
exploration of emerging themes was done. There’s a possibility that the participants’ perspectives are
potentially skewed towards negative experiences as clinicians with negative experiences would be
more likely to respond. However, many of the important responses have been previously reported by
other national surveys, including the most recent BACCH/RCPCH workforce survey .

Page 7 of 18
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As with any large cross-sectional study, there is potential error of incomplete data set. We however
believe that the national scope of respondents is fairly representative of the current picture of clinical
practice in the UK.

The survey’s strength lies in its national respondent base, providing a panoramic view across diverse
geographical and socioeconomic settings. The findings however need to be interpreted with caution,
in view of the potential limitations described above.

Conclusion

Most of the community paediatricians highlighted the challenges of service provision for young
people above 16 years and the desirability of joint-working with CAMHS. Further nation-wide survey
would help better understanding of the mental health needs of CYP and improvement of workforce,
training and service planning for the future. In turn this would help in the swifter recognition of MH
conditions especially rare presentations.
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“What is already known on this topic”

Children and young people (CYP) with neurodevelopmental, behavioural and intellectual
disorders (NDBEID) have three to four-fold increase in prevalence of co-occurring mental MH
disorders

There is evidence to support need of joint working and reporting between CCH and CAMHS for
optimal care of CYP with various NDBEID

There is need for improved ascertainment for rare disease surveillance among CCH
paediatricians and CAP

“What this study adds”

CCH paediatricians are an important asset in maximising case ascertainment of rare
mental health conditions in CYP

CCH paediatricians are being expected to carry much of the workload previously undertaken by
CAMHS.

Though there were some negative experiences, CCH paediatricians overwhelmingly reported
their experience of working with CAMHS as positive despite both services being heavily
stretched.
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Tables and Figures

Table 1 showing the special roles or interests of the respondents

Areas of involvement Percent (%) No.

N=245 Respondents
Neurodevelopmental (including ADHD and ASD) 65% 160
Neurodisability — Epilepsy, sleep, sensory 47% 114
Safeguarding/Child Protection 40% 97
Behavioural Paediatrics - depression 30% 74
Looked-After Children 28% 68
Fetal Alcohol Syndrome/FASD 16% 40
Others (e.g., genetics, research, continence, SEND, 21% 52
Palliative)

Legend:

ADHD - Attention Deficit Hyperactivity Disorder; ASD - Autism Spectrum Disorder; FASD -Foetal Alcohol
Spectrum Disorder; SEND - Special Educational Needs and Disability
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Table 2 Local configuration of service for assessment/treatment of different conditions

Specific conditions® Joint service CCH CAMHS | Other services with
(with CCH and | alone alone no paediatrician or
CAMH staff) CAP
ASD 21% 93% 47% 8%
ADHD 11% 68% 61% 3%
Eating/Feeding Disorders 8% 56% 74% 6%
Physical Sy.lmptoms with 8% 64% 599% 4%
Psychological Causes
Learning Disability 6% 92% 37% 6%
Attachment Disorder 4% 37% 63% 8%
Psychological Effects of 4% 30% 66% 13%
Trauma/Neglect
Emotional Disorders 0 0 0 o
(Anxiety/OCD) 2% 30% 87% 8%
Tourette’s syndrome 1% 63% 66% 3%
Self-Harm/Suicidality 1% 15% 98% 4%
Depression 1% 13% 99% 4%
Psychosis and Bipolar Disorder 1% 2% 98% 1%
FAS 0.4% 90% 14% 4%

Legend:

& Proportion of respondents describing the different service configurations

ADHD - Attention Deficit Hyperactivity Disorder; ASD - Autism Spectrum Disorder; FASD- Foetal Alcohol
Spectrum Disorder; CCH — Community Child health; CAP - Child and Adolescent Psychiatrist; CAMH -
Child and Adolescent Mental health; FAS - Fetal Alcohol Syndrome; OCD — Obsessional Compulsive

disorder
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Table 3 showing the various degree of CAMHS - CCH integration / joint working

11 Type of collaboration No of

12 comments
13 Regular joint CAMHS working 12
14 Dx-specific-ASD, complex ADHD, LD 34
Ad-hoc joint clinic, or informal 13
Discussion
18 Psychologist 7
19 Discontinued joint-working
20 Planned for the future 2

~

23 Legend:

Dx —Disease/disorder; ADHD - Attention Deficit Hyperactivity Disorder; ASD - Autism Spectrum
Disorder; LD - Learning Disorders; CAMHS - Child and Adolescent Mental Health Services
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Table 4 Emerging themes of paediatricians’ experience of joint working with CAMHS

BMJ Paediatrics Open

Theme Summary No of
comments
N =117 (%)
Gaps in service provision Large unmet needs, Common problems that do not 41 (35%)
meet CAMHS referral threshold, non-existent services
for some conditions, failure of transition to adult
serviced
Disjointed services and Patient and family frustruation, discontinuity of care, 36 (31%)
disjointed care and uncertainties, duplication of efforts
CCH services often Professionals forced to offer services outside their 30 (26%)
overwhelmed by referrals competencies with no proper training, poor quality
services, and risk of harm to patients
Future integration Examples of planned processes for greater integration | 23 (20%)
desirable of services
Good examples of effective | Some examples of good practice with integrated 18 (15%)
Joint work services
Variation in service Clinical discrimination, inequality, postcode lottery 15 (13%)
provision
Legend:

& Total Respondents = 117
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Box 1 showing some examples of responses for the emerging themes of CCH Paediatricians’
experience of joint working with CAMHS

Theme

Examples of responses

Gaps in service
provision

‘CAMHS do not deal with anxiety related to ASD. They expect paediatricians to
deal with this.’

‘No service for management of challenging behaviour, anxiety and mood
disorder observed as part of ADHD/Autism.’

‘We also have difficulties accessing therapeutic support for children with
neurodevelopmental conditions e.g. ASD with anxiety as it is labelled as "part
of the expected with this condition" therefore does not reach the threshold
for CAMHS.’

‘Very limited support for attachment/trauma, except for looked after
children. Many children on community paediatric caseload (e.g. with ADHD
and likely trauma) have these issues, very difficult to access support.’

‘Anxiety and OCD seem to fall between gaps in services and actually may be
referred to voluntary organisations but services do not appear robust. Locally,
lots of the above are referred to community paediatrics because services that
used to see children (e.g. clinical psychology) with anxiety or feeding issues no
longer see these cases unless there is an underlying mental health issue.’
‘Transition is a challenge. A lot of services end at 18th birthday or we have to
transition to GP but the YP with neurodisability often in special school (where
| do clinics) until past 20 — so difficult to know when to discharge.’

Disjointed
services and
disjointed care

‘There is poor joint working with CAMHS services here. They reject increasing
numbers of referrals which are then sent on to us, whether or not we have
the expertise required.’

‘There is often involvement from both services but not a joint service,
children are seen separately.’

‘I feel that many of our patients would benefit from both community
paediatrics and CAMHS involvement but joint working does not happen
regularly.’

‘Most patients are automatically referred to the community paediatric
services because CAMHS will almost invariably reject all referrals and the
primary care has no other place to refer children with complex medical needs
other than the community paediatrics.’

‘Patients are constantly bounced between CAMHs and community
paediatrics. It is almost impossible to get any intervention from CAMHS for
children who are already seeing a community paediatrician (as a consultant
community paediatrician we are unable to get a consultant psychiatry review
in complex cases).’

‘As paediatricians we try to work within the areas of our expertise/training
but are under constant pressure to see children who should be being seen in
CAMHS but who are repeatedly turned down as not meeting their criteria -
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with children's services.’

‘Many of the CAMHS services have been given to school nurses, untrained
staff who are unable to give families formulations or explanations for the
child's behaviours which leads to dissatisfaction. The Community Paediatric
team is holding responsibility for a large number of children who actually
require psychological or psychiatric input which is not provided locally.’

CCH services
often
overwhelmed
by referrals

lots of the above are referred to community paediatrics because services that

used to see children ( e.g. clinical psychology) with anxiety or feeding issues
no longer see these cases unless there is an underlying mental health issue.
Children often present with ' behaviour problems' to the community
paediatrician where it is not obvious from the referral information what the
underlying cause may be

Community Paediatrics sees many children with anxiety who do not reach
CAMH threshold.

Sometimes when the issues are psychological other agencies will find the wait
time to see CAMHS unacceptable and then modify their referral to include, for

example, autism and ask community paediatrics to see.
It is very frustrating because then the problems are sent to the paediatric team,
we have neither the skills nor the resources to deal with many of the problems,
nor are we commissioned to do so
Children don't usually present with a diagnosis! They present with a behaviour.
CAMHS usually doesn't accept referrals of preschool children until they have
seen a paediatrician
There is a huge number of children who end up being supported/managed for
their emotional/mental health difficulties by paediatrics long term as tier 2
CAMHS only provide low level and short term work (6 - 8 weeks).

Future
integration
desirable

‘There is a huge unmet need to facilitate joint working between CAMHS and
community paediatrics. Routine care for neurodevelopmentally different
children should belong to community paediatric teams supported as needed
by CAMHS whilst children with the more severe depressive or psychotic

disorders should be rapidly supported by senior members of the CAMHS team

and CAMHS should be more easily accessible for children with difficult to
manage emotional problems.’

‘Need for more joined up service as it is very fragmented and does not meet
needs of the family and child.’

‘I strongly feel that joint work between Child Psychiatrist and Paediatricians is

required.’
‘We need national recognition that CAMHS does include children and to

redefine mental health which has become an excuse to not see anyone unless

they’ve already suicided, or on deaths door with anorexia.’

Good examples
of effective

‘ADHD multidisciplinary team with clinical nurse specialists and clinical
psychologist’
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Joint work

‘ADHD nurse (CAMHS) does joint clinic with paeds (in assessment pathway)’
‘This is both a formal (with LD/MH team) and informal arrangement (for
neurodevelopmental disorders) established to develop better working
together of teams and to avoid duplication of service’

‘Joint clinic with CAMHS worker at SEND special school’

‘There is almost no joint working between us except in the LD CAMHS
service.

Variation in
service
provision

‘ASD under 5 is assessed by psychologists from child disability team, which
does not include either paediatrics or CAMHS. ... Physical symptoms with
psychological causes will be seen by paediatricians and health psychologist
who sits within paediatric team. Eating disorders (anorexia nervosa etc.) will
be seen by CAMHS. They may also be seen by paediatrics, but not as part of a
joint team. Feeding problems will be seen by paediatrics.’

‘ASD is split with under 10s seen by paediatricians and over 10s by CAMHS’
‘Under 5s with suspected ASD are assessed in Paediatrics. Over 5s with
suspected ASD are assessed by CAMHS, but may be seen in Paediatric first.’

‘I cover two hospitals which have different CCGs so services differ slightly
depending which hospital catchment area they live in.’

‘Currently our services are fragmented. There is no service for ADHD for 6 - 8
year olds; 8 - 11 ADHD and ASD are being diagnosed by a private provider and
there is lack of clarity about ongoing follow up. ADHD and ASD in over 11s are
seen by CAMHs. There is no mental health input for primary school aged
children unless they are presenting with critical issues.’

‘

Legend:

& Total Respondents = 117
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Abstract
Background

Child / Adolescent Mental Health Services (CAMHS) psychiatrists and other professionals are
specialists in managing children and young people (CYP) with emotional, behavioural or mental health
(MH) difficulties. Increasingly Community Child Health (CCH) clinicians are also managing a range of
neurodevelopmental, behavioural and emotional problems. The overlapping roles of CCH and CAMHS
in the UK mean that both need to be included for effective surveillance and research of
behavioural/emotional problems among CYP.

Method

An online survey was conducted to gain a better understanding of the extent to which CCH
paediatricians might be seeing children with rare mental health conditions that could be missed in a
Child and Adolescent Psychiatrist Surveillance System (CAPSS) study directed solely to CAMHS
psychiatrists. In addition to specific questions about their roles and caseload, the respondents we able
to give free comments about their experiences of collaborative work with CAMHS, which was
subjected to thematic analysis.

Results

A total of 245 respondents working within 180 CCH units across the UK completed the questionnaire.
Common themes identified from the paediatricians’ responses included high rate of CCH referrals from
primary healthcare/other agencies as default, patients’ experience of service fragmentation between
CCH and CAMHS, limited CAMHS access or availability, high rejection rate for CAMHS referrals, as well
as some positive examples of integrated/collaborative work.

Conclusion

Responses highlight the wide range of work CCH paediatricians are expected to undertake in the field
of CYP mental health. The need for CCH in rare disease surveillance and the challenges of joint-working
with CAMHS were highlighted.

Keywords:
Neurodevelopmental and emotional problems, childhood, Child / Adolescent Mental Health Services,
Integrated care, surveillance, child health

Abbreviations;

ADHD: Attention Deficit Hyperactivity Disorder; ASD: Autism Spectrum Disorder; BPSU: The British
Paediatric Surveillance Unit; CAPSS: Child Adolescent Psychiatry Surveillance System; CAMHS: Child and
Adolescent Mental Health Services; CCH: Community Child Health; DCD: Developmental Coordination
Disorder; FAS: Foetal Alcohol Syndrome; FASD: Foetal Alcohol Spectrum Disorder; NDEP:
Neurodevelopmental and Emotional problems; LAC: Looked-After Children; LD: Learning Disorders;
MDT: Multidisciplinary teams; MH: Mental Health; SEND: Special Educational Needs and Disability;

Word Count: Abstract 250; Script: 2410
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INTRODUCTION

Community Child Health (CCH) is the branch of paediatrics specialising in management of
neurodevelopmental and emotional problems (NDEP), including Attention Deficit Hyperactivity Disorder
(ADHD), Autism Spectrum Disorder (ASD), Tics disorder (TD)/ Tourette’s syndrome (TS), Learning
Disorders (LD), Developmental delay, Development coordination disorder (DCD) as well as child
safeguarding and looked after children (LAC).! Co-existence of disorders and sharing of symptoms across
disorders (co-morbidity) is the rule rather than the exception for most children presenting with
impairments in various domains of development, communication and language, social interrelatedness,
motor coordination, attention, behaviour, mood and sleep?.

Child / Adolescent Mental Health Services (CAMHS) psychiatrists and other professionals are
specialists in managing children and young people (CYP) with emotional, behavioural or mental health
(MH) difficulties. The roles of CAMHS and CCH professionals are similar and overlap in the
management of common co-occurring MH problems associated with several NDEPs.

Growing evidence reveals that children with NDEP and intellectual disorders have three to four-fold
increase in prevalence of co-occurring mental disorders into adulthood?*. There are usually no
consistent service provisions to address most of these co-morbidities in a holistic manner and access to
effective treatments for MH problems among CYP is variable across the UK’.

Extant literature provide ample basis for joint-working between CCH and CAMHS as optimal settings
for providing effective and seamless high quality care to most CYP presenting with various MH and
NDEPs. In the UK, some conditions such as TS and LD are inter-changeably managed by either of the
services in different locations across the UK. Other healthcare professionals including therapists and
educational specialists are also often involved in the management of the childhood MH/NDEPs.8°

Despite recent government policies emphasizing more integration of multidisciplinary agencies
working with CYP with MH problems!®2, there is nationwide variation in clinical practice and evidence-
based research in this area is limited.

The importance of including other professionals in the monitoring of behavioural and MH
conditions surveyed by the Child Adolescent Psychiatry Surveillance System (CAPSS) is clear. Those
studies that have involved the British Paediatric Surveillance Unit (BPSU) which include CCH clinicians
have shown the need to include the paediatricians in the CAPSS surveys. To maximize case
ascertainment, it is important to understand the extent of management inter changeability and the
new commitments of CCH clinicians in the field of rare paediatric MH disorders.'3

DESIGN AND METHODS

An online survey (see Appendix), reviewed and approved by the BPSU and CAPSS in the UK, was
conducted to identify whether CCH paediatricians could support the ascertainment of rare mental
health conditions through the CAPSS which currently is directed solely to the CAMHS psychiatrists
(CAPs). The survey was distributed through the British Association of Community Child Health (BACCH)
newsletters and direct mass-emailing to members via a link to the web-based tool Survey Monkey.
Responses were obtained between December 2015 and August 2016.
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1

2

3 Respondents were also asked about their special roles or interest in the care provision for CYP with
g various NDEPs. The respondents were also invited to give free comments, which were analysed with
6 the aim of identifying common themes regarding respondents’ experiences of collaborative work with
7 CAMHS through thematic analysis®4.

8

9 Patient and Public Involvement

10 This survey was carried out among clinicians and no direct patient data was required. The survey
11 was designed by members of the CAPSS (Child and Adolescent Psychiatric surveillance Unit of the

12 RCPsych) executive team and discussed with the committee members of BPSU (British Psychiatric

12 Surveillance Unit of the RCPCH). Each of the teams has a permanent PPl Representative sitting on the
15 Executive board. They both advised that patient public involvement approval was not needed.

16

17 RESULTS

18 Characteristics of respondents

19 A total of 245 respondents working within 180 CCH units across the UK completed the

20 guestionnaire. These included professionals working at different grade levels including consultants
21 (75%), specialist associates/staff grades (20%) and others including trainees (5%).

22

;i Age range and specialty interests

25 Two hundred and thirty-seven (97%) respondents worked with CYP aged 0-18 years. Twenty-seven
26 respondents (11%) reported working with young people (YP) aged 19-25 years. These YP often had
27 their transition to adult services delayed (20/27), lacked any suitable adult services (10/27), had

28 complex disabilities or attended special education (9/27). The paediatrician acting in capacity of the
29 Disability Medical Officer was another common reason for managing the older YP (4/27).

30

31 Table 1 shows the different areas of CCH involvement, predominantly neurodevelopment (65%),
g; neurodisability (46%) and safeguarding/child protection (40%). Many respondents reported their

34 services as being most deficient in assessment and management of CYP with Foetal Alcohol Spectrum
35 Disorder, attachment and adverse childhood experiences.

36

37 Local service configuration for assessment/treatment of different conditions

38 Participants’ responses on whether CAMHS were part of a multi-disciplinary team or joint service
39 provision in their area were almost evenly split, with a slight preponderance of no joint input (51% vs.
40 43%).

41 The two conditions with the highest reported joint CCH/CAMHS management were ASD (21%) and
fé ADHD (11%), followed by eating/feeding disorders (8%) and physical symptoms with psychological

44 causes (8%)(Table 2). This confirms that CCH paediatricians are also involved in management of rare
45 MH disorders.

46

47

48 Thematic analysis identified the following recurring issues

49

50 Experiences of Joint Paediatric/CAMH service

g; One hundred and seventeen (48%) of the respondents described their experience of variable

53 degree of local CAMHS integration / joint working with CCH services (Table 3). Common themes

54 identified from the paediatricians’ responses included patients’ experience of service fragmentation
55 between CCH and CAMHS, limited CAMHS access or availability, high rejection rate for referral to

56 CAMHS, and high rate of CCH referrals from primary healthcare/other agencies who identify the CCH
57

58 Page 4 of 18
59
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as the only available option. Some positive patterns of integrated/ collaborative working were also
highlighted by a minority of respondents (Table 4).

Some respondents gave examples of great challenges encountered with trying to maintain previous
or ongoing multidisciplinary team (MDT)/joint work in the face of financial constraints. Some clinicians
have witnessed discontinuation/ service closure in some areas. Obstacles encountered with CAMHS
joint-working were staff movement, ‘cuts’ in staff and resources, and teams/disciplines belonging to
different organisations.

Identified gaps in service provision

The limited or lack of services for particular problems/conditions such as associated MH problems in
CYP with ASD, ADHD and Foetal Alcohol Syndrome, childhood trauma (abuse, neglect) and attachment
difficulties, anxiety, feeding problems, and issues around transition to adult services was commented
on by 41/117(35%) (Box 1).

Disjointed services / Disjointed (Fragmented) Care

Participants often commented on the limited or lack of joint work between paediatric and CAMH
services despite acknowledged need for more streamlined provision of integrated services. Many
respondents noted that services were frequently working in a ‘fragmented’ or parallel pattern.
Common reasons mentioned for limited CAMHS access were lack of resources, including ‘cuts’ in staff,
narrow/high referral/acceptance threshold and ‘massive’ waiting lists.

Some respondents commented on compartmentalised services that are commissioned based on
diagnosis and age grouping rather that the presenting problems such as challenging behaviours, with
patients often require holistic/multidisciplinary assessment/intervention. CAMHS or CCH services are
often based in different Trusts, with CAMHS linked to adult mental health services rather than
children’s services. The cconsequences of disjointed service provision often led to CYP bounced
between services, long delays and patients ‘falling through the gaps’. CCH Paediatrics would often act
as ‘safety net’ for such CYP, although neither equipped nor commissioned for the interventions
required (Box 1).

CCH services overwhelmed by referrals

30/117 (26%) respondents reported ever increasing CCH workload because it is commonly regarded
as the “default gateway” for CYP with any MH or behavioural problems for which no other suitable
services exist. It was stated that many referrers would often provide little or no other justification for
requesting the CCH service than stating that “family/school would like them assessed for ADHD/ASD”
or for “behaviour problems”. It was also felt that many CYP normally referred to CAMHS are initially
referred to the CCH services either because of the long waiting list or inappropriate rejection by
CAMHS for “not reaching their threshold”.

Some respondents identified their lack of “expertise” for appropriate assessment and management
of many CYP with complex MH issues referred to them, such as FAS/FASD and Attachment disorders
(Box 1).

Future integration desirable

A small number of participants (n=23; 20%) noted ongoing plans for future collaboration/integrated
service in their local areas but not yet functional. Examples of suggestions for service improvement by
the respondents included increased joint working/service integration and enhanced (adult and child)
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1

2

3 MH training among paediatricians. 9/23 (39%) respondents also emphasized the need for more

g resources allocated to both CCH and CAMHS and the desirability of enhanced training among primary
6 care professionals.

7

8 Good examples of effective Joint work

9 Well established CCH - CAMHS joint working/ integration in their area was described by 18

10 respondents. Common areas of collaboration cited include multidisciplinary teams (MDT) for ADHD,
11 LD and Special Educational Needs (Box 1).

12

13 Variation in service provision

1;’ Concerns about great geographical variation in service provision and the subsequent “postcode

16 lottery” effect was mentioned by 15 respondents. It was noted that several services are configured
17 around different ages (5/8/10/11 years) as cut-offs between CCH and CAMHS in different areas. Other
18 services are restricted to managing specific conditions/diagnosis e.g specialist ASD and ADHD services,
19 with wide variation in the type of professionals/clinicians involved (Box 1).

20

21

22

;i DISCUSSION

25 The commonest areas of CCH services engaged in by CCH paediatricians are ADHD and ASD,

26 Neurodisability and Safeguarding/Child Protection. This seems to correlate with findings of the most
27 recent RCPCH/BACCH national survey of CCH services which showed that 99% (85/86) of CCH services
28 provide an ASD assessment clinic, 63% had ADHD clinics and 57-82% provided safeguarding /Child

29 protection services?.

30

31 The model of joint services between CCH and CAMHS team was most frequently reported for ASD
;g and ADHD. The respective NICE guidelines clearly emphasized the importance of multidisciplinary

34 professionals working across several statutory and voluntary agencies in the optimal assessment and
35 management of these neurobehavioural disorders, identifying their coexisting physical health

36 conditions and MH problems??.

37

38 BACCH/RCPCH in their recent workforce guide identified that “some of the CCH functions,

39 particularly around ‘behaviour problems’ are split between paediatricians and CAMHS or other

40 specialist teams but by default many families, general practitioners (GPs) and social and education

41 professionals refer to the CCH team when they have concerns”!. These findings are corroborated by
fé this study. This suggests an indispensable need for close collaboration between CCH and CAMHS

44 teams to ensure optimal care to most of the children referred to the CCH services.

45 The findings suggest that surveillance restricted to CAPs could miss children with some mental

46 health conditions. Some children with conditions of interest to CAPSS may be seen in significant

47 numbers in CCH services, some of which could struggle to bring their patients to the attention of a

48 CAP.%

49

50 There are many historical and financial explanations for the poor integrated collaboration between
g; services designed for CYP with NDEPs. “Changes to the structure of the NHS in England have left

53 pathways of care fragmented with teams managed by different organisations with different ways of
54 working and a range of outcome and performance monitoring requirements”.! The responses of many
55 CCH paediatricians identified some recurring themes including: gaps in service provision, disjointed
56

57
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services, variation in care provision and obstacles to joint working. There were however positive
examples of effective collaborative work between CCH and CAMHS.

Advantages of inter-disciplinary cooperation among multi-professional teams have been well
documented in several paediatric conditions. Availability of integrated CCH and CAMH specialists will
reduce anxiety and confusion for the family of CYP. Children and families do often find transitions
between different teams and/or agencies stressful . A recently published meta-analysis of trials of
integrated medical and behavioural care demonstrated improved outcomes 7. An integrated multi-
professional service would provide a clearer referral route with a single point of access for patients and
their families, and a consistent assessment process across diagnosis boundaries 131>,

Drawing on the findings from a 3-year qualitative research study, Abbott et al concluded that whilst
professionals felt that they were able to offer families a more efficient service, there was concern that
the overall impact of multi-agency working on disabled children and their families would be limited.
The structures of multi-agency teams/services have potentials for improved information sharing and
problem solving, while cutting down a huge amount of duplication.!®

Some examples of best practices highlighted in the survey included provision of community-based
psychology services to CYP aged between 0 and 18 years. Joint working and collaboration with other
agencies were also identified, including multidisciplinary discussions with the social care services,
CAMHS and Paediatrics for CYP under the care of early years services, on Child in Need or Child
Protection plans and those under the care of the local authority (CYP in care).

Some examples of functional joint-working with CAMHS could include monthly joint case reviews,
agreed referral pathways and joint triage procedures. Even in the absence of full-fledged integrated
arrangements between CAMH and CCH services, minimum MH input into the management of various
neurodevelopmental disorders and their MH co-morbidities could be clinical psychology service for
provision of parenting support, which will help to improve the wellbeing of children and families coping
with life’s challenges, and prevent future significant MH disorders?®®.

Improved joint training between both CAMHS and CCH about common overlapping conditions
would help professionals to function more effectively in recognising and hence notifying CAPSS about
rare co-morbid MH problems among CYP with a wide range of NDEPs?3.

Strengths and limitations of the study

One of the strengths of this study is its nationwide scope and presentation of a representative
sample of CCH paediatricians’ workload and experience of working with CAMHS practitioners in the
UK. There are however potential weaknesses of the study that require caution when interpreting the
results.

The qualitative analysis of the free comments provided by participants to the national survey has
not been followed by any focus group or interview, therefore no opportunity for further in-depth
exploration of emerging themes was done. There’s a possibility that the participants’ perspectives are
potentially skewed towards negative experiences as clinicians with negative experiences would be
more likely to respond. However, many of the important responses are similar to findings that have
been previously reported by other national surveys, including the most recent BACCH/RCPCH
workforce survey.
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As with any large cross-sectional study, there is potential error of incomplete data set. We however
believe that the national scope of respondents is fairly representative of the current picture of clinical
practice in the UK.

The survey’s strength lies in its national respondent base, providing a panoramic view across diverse
geographical and socioeconomic settings. The findings however need to be interpreted with caution,
in view of the potential limitations described above.

Conclusion

Most of the community paediatricians highlighted the challenges of service provision for young
people above 16 years and the desirability of joint-working with CAMHS. Further nation-wide survey
would help better understanding of the mental health needs of CYP and improvement of workforce,
training and service planning for the future. In turn this would help in the swifter recognition of MH
conditions especially rare presentations.
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“What is already known on this topic”

Children and young people (CYP) with neurodevelopmental, behavioural and intellectual
disorders (NDBEID) have three to four-fold increase in prevalence of co-occurring mental MH
disorders

There is evidence to support need of joint working and reporting between CCH and CAMHS for
optimal care of CYP with various NDBEID

There is need for improved ascertainment for rare disease surveillance among CCH
paediatricians and CAP

“What this study adds”

CCH paediatricians are an important asset in maximising case ascertainment of rare mental
health conditions in CYP

CCH paediatricians are being expected to carry much of the workload previously undertaken by
CAMHS.

Though there were some negative experiences, CCH paediatricians overwhelmingly reported
their experience of working with CAMHS as positive despite both services being heavily
stretched.
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Tables and Figures

Table 1 showing the special roles or interests of the respondents

Areas of involvement Percent (%) No.

N=245 Respondents
Neurodevelopmental (including ADHD and ASD) 65% 160
Neurodisability — Epilepsy, sleep, sensory 47% 114
Safeguarding/Child Protection 40% 97
Behavioural Paediatrics - depression 30% 74
Looked-After Children 28% 68
Fetal Alcohol Syndrome/FASD 16% 40
Others (e.g., genetics, research, continence, SEND, 21% 52
Palliative)

Legend:

ADHD - Attention Deficit Hyperactivity Disorder; ASD - Autism Spectrum Disorder; FASD -Foetal Alcohol

Spectrum Disorder; SEND - Special Educational Needs and Disability

https://mc.manuscriptcentral.com/bmjpo
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Table 2 Local configuration of service for assessment/treatment of different conditions

Specific conditions® Joint service CCH CAMHS | Other services with
(with CCH and | alone alone no paediatrician or
CAMH staff) CAP
ASD 21% 93% 47% 8%
ADHD 11% 68% 61% 3%
Eating/Feeding Disorders 8% 56% 74% 6%
Physical Symptoms with 8% 64% 599% 4%
Psychological Causes
Learning Disability 6% 92% 37% 6%
Attachment Disorder 1% 37% 63% 8%
Psychological Effects of 4% 30% 66% 13%
Trauma/Neglect
Emotional Disorders 0 0 0 0
(Anxiety/OCD) 2% 30% 87% 8%
Tourette’s syndrome 1% 63% 66% 3%
Self-Harm/Suicidality 1% 15% 98% 4%
Depression 1% 13% 99% 4%
Psychosis and Bipolar Disorder 1% 2% 98% 1%
FAS 0.4% 90% 14% 4%

Legend:

& Proportion of respondents describing the different service configurations

ADHD - Attention Deficit Hyperactivity Disorder; ASD - Autism Spectrum Disorder; FASD- Foetal Alcohol
Spectrum Disorder; CCH — Community Child health; CAP - Child and Adolescent Psychiatrist; CAMH -
Child and Adolescent Mental health; FAS - Fetal Alcohol Syndrome; OCD — Obsessional Compulsive
disorder; SEND - Special Educational Needs and Disability

https://mc.manuscriptcentral.com/bmjpo
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Table 3 showing the various degree of CAMHS - CCH integration / joint working

11 Type of collaboration No of

12 comments
13 Regular joint CAMHS working 12
14 Dx-specific-ASD, complex ADHD, LD 34
Ad-hoc joint clinic, or informal 13
Discussion
18 Psychologist 7
19 Discontinued joint-working
20 Planned for the future 2

~N

23 Legend:

Dx —Disease/disorder; ADHD - Attention Deficit Hyperactivity Disorder; ASD - Autism Spectrum
Disorder; LD - Learning Disorders; CAMHS - Child and Adolescent Mental Health Services
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Table 4 Emerging themes of paediatricians’ experience of joint working with CAMHS

& Total Respondents = 117

https://mc.manuscriptcentral.com/bmjpo

Theme Summary No of
comments
N =117 (%)
Gaps in service provision Large unmet needs, Common problems that do not 41 (35%)
meet CAMHS referral threshold, non-existent services
for some conditions, failure of transition to adult
serviced
Disjointed services and Patient and family frustruation, discontinuity of care, 36 (31%)
disjointed care and uncertainties, duplication of efforts
CCH services often Professionals forced to offer services outside their 30 (26%)
overwhelmed by referrals competencies with no proper training, poor quality
services, and risk of harm to patients
Future integration Examples of planned processes for greater integration | 23 (20%)
desirable of services
Good examples of effective | Some examples of good practice with integrated 18 (15%)
Joint work services
Variation in service Clinical discrimination, inequality, postcode lottery 15 (13%)
provision
Legend:
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1

2

3

4

5 Box 1 showing some examples of responses for the emerging themes of CCH Paediatricians’

6 experience of joint working with CAMHS

7

8

?O Theme Examples of responses

11 Gaps in service e ‘CAMHS do not deal with anxiety related to ASD. They expect paediatricians to
12 provision deal with this.’

13 e ‘No service for management of challenging behaviour, anxiety and mood

1;’ disorder observed as part of ADHD/Autism.’

16 e ‘We also have difficulties accessing therapeutic support for children with

17 neurodevelopmental conditions e.g. ASD with anxiety as it is labelled as "part
18 of the expected with this condition" therefore does not reach the threshold
19 for CAMHS.’

20 e  ‘Very limited support for attachment/trauma, except for looked after

21 children. Many children on community paediatric caseload (e.g. with ADHD
22 and likely trauma) have these issues, very difficult to access support.’

;i e ‘Anxiety and OCD seem to fall between gaps in services and actually may be
25 referred to voluntary organisations but services do not appear robust. Locally,
26 lots of the above are referred to community paediatrics because services that
27 used to see children (e.g. clinical psychology) with anxiety or feeding issues no
28 longer see these cases unless there is an underlying mental health issue.’

29 e ‘Transition is a challenge. A lot of services end at 18th birthday or we have to
30 transition to GP but the YP with neurodisability often in special school (where
g; I do clinics) until past 20 — so difficult to know when to discharge.’

33

34 Disjointed e ‘There is poor joint working with CAMHS services here. They reject increasing
35 services and numbers of referrals which are then sent on to us, whether or not we have
g? disjointed care the expertise required.’

38 e ‘There is often involvement from both services but not a joint service,

39 children are seen separately.’

40 e ‘| feel that many of our patients would benefit from both community

41 paediatrics and CAMHS involvement but joint working does not happen

42 regularly.’

43 e  ‘Most patients are automatically referred to the community paediatric

2;' services because CAMHS will almost invariably reject all referrals and the

46 primary care has no other place to refer children with complex medical needs
47 other than the community paediatrics.’

48 e ‘Patients are constantly bounced between CAMHs and community

49 paediatrics. It is almost impossible to get any intervention from CAMHS for
50 children who are already seeing a community paediatrician (as a consultant
51 community paediatrician we are unable to get a consultant psychiatry review
52 in complex cases).’

gi e ‘As paediatricians we try to work within the areas of our expertise/training
55 but are under constant pressure to see children who should be being seen in
56 CAMHS but who are repeatedly turned down as not meeting their criteria -
57
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which seems to be limited to severe mental illness. This is what happens when
CAMHS service is part of an adult mental iliness service rather than integrated
with children's services.’

‘Many of the CAMHS services have been given to school nurses, untrained
staff who are unable to give families formulations or explanations for the
child's behaviours which leads to dissatisfaction. The Community Paediatric
team is holding responsibility for a large number of children who actually
require psychological or psychiatric input which is not provided locally.’

CCH services
often
overwhelmed
by referrals

lots of the above are referred to community paediatrics because services that
used to see children ( e.g. clinical psychology) with anxiety or feeding issues
no longer see these cases unless there is an underlying mental health issue.
Children often present with ' behaviour problems' to the community
paediatrician where it is not obvious from the referral information what the
underlying cause may be
Community Paediatrics sees many children with anxiety who do not reach
CAMH threshold.
Sometimes when the issues are psychological other agencies will find the wait
time to see CAMHS unacceptable and then modify their referral to include, for
example, autism and ask community paediatrics to see.
It is very frustrating because then the problems are sent to the paediatric team,
we have neither the skills nor the resources to deal with many of the problems,
nor are we commissioned to do so
Children don't usually present with a diagnosis! They present with a behaviour.
CAMHS usually doesn't accept referrals of preschool children until they have
seen a paediatrician
There is a huge number of children who end up being supported/managed for
their emotional/mental health difficulties by paediatrics long term as tier 2
CAMHS only provide low level and short term work (6 - 8 weeks).

Future
integration
desirable

‘There is a huge unmet need to facilitate joint working between CAMHS and
community paediatrics. Routine care for neurodevelopmentally different
children should belong to community paediatric teams supported as needed
by CAMHS whilst children with the more severe depressive or psychotic
disorders should be rapidly supported by senior members of the CAMHS team
and CAMHS should be more easily accessible for children with difficult to
manage emotional problems.’

‘Need for more joined up service as it is very fragmented and does not meet
needs of the family and child.’

‘| strongly feel that joint work between Child Psychiatrist and Paediatricians is
required.’

‘We need national recognition that CAMHS does include children and to
redefine mental health which has become an excuse to not see anyone unless
they’ve already suicided, or on deaths door with anorexia.’

Page 17 of 18
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Good examples
of effective
Joint work

‘ADHD multidisciplinary team with clinical nurse specialists and clinical
psychologist’

‘ADHD nurse (CAMHS) does joint clinic with paeds (in assessment pathway)’
‘This is both a formal (with LD/MH team) and informal arrangement (for
neurodevelopmental disorders) established to develop better working
together of teams and to avoid duplication of service’

‘Joint clinic with CAMHS worker at SEND special school’

‘There is almost no joint working between us except in the LD CAMHS
service.’

Variation in
service
provision

‘ASD under 5 is assessed by psychologists from child disability team, which
does not include either paediatrics or CAMHS. ... Physical symptoms with
psychological causes will be seen by paediatricians and health psychologist
who sits within paediatric team. Eating disorders (anorexia nervosa etc.) will
be seen by CAMHS. They may also be seen by paediatrics, but not as part of a
joint team. Feeding problems will be seen by paediatrics.’

‘ASD is split with under 10s seen by paediatricians and over 10s by CAMHS’
‘Under 5s with suspected ASD are assessed in Paediatrics. Over 5s with
suspected ASD are assessed by CAMHS, but may be seen in Paediatric first.’

‘I cover two hospitals which have different CCGs so services differ slightly
depending which hospital catchment area they live in.’

‘Currently our services are fragmented. There is no service for ADHD for 6 - 8
year olds; 8 - 11 ADHD and ASD are being diagnosed by a private provider and
there is lack of clarity about ongoing follow up. ADHD and ASD in over 11s are
seen by CAMHs. There is no mental health input for primary school aged
children unless they are presenting with critical issues.’

‘{

Legend:

& Total Respondents = 117
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CAPSS Survey of Community Paediatricians

We wish to know about Community Paediatricians involvement in the care of children and adolescents with specific
mental health conditions. This information will help us to understand the validity of the Child and Adolescent
Psychiatry Surveillance System process.

*1. Does your work in community paediatrics involve clinical work with patients?

Any Comment

Page 1
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CAPSS Survey of Community Paediatricians

*2, Does your work involve both acute and community paediatric patients?

O Yes

10 O No, all my work is in community paediatrics

oNOYTULT D WN =

O No, all my work is in acute paediatrics

Page 2
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CAPSS Survey of Community Paediatricians

3. What is your grade?

O Consultant

O Associate Specialist

O Staff Grade

O Other Non-Consultant Career Grade
O Trainee

4. Do you have a special role or special interest in one or more of the following?
Please answer all that apply

|:| Safeguarding/Child Protection

|:| Looked After Children

|:| Neurodevelopmental (including ADHD and ASD)
|:| Neurodisability

|:| Foetal Alcohol Syndrome

|:| Behavioural Paediatrics

|:| Other (please specify)

Page 3
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Please answer the questions that follow about all areas of your clinical work.

* 5, Is the assessment and/or treatment of mental health disorders part of your job plan
and/or a part of the service you work in?

Please specify

* 6. What is the age range you are involved with in your clinical work?
Please answer all that apply

Any Comment
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Page 24 of 41

* 7. Please indicate which service(s) a child/adolescent will attend for
assessment/treatment if they present in your catchment population with one of the
following conditions:

(Please answer in relation to the age range of your service, this may involve checking

more than one box for each condition)

. Any Service with NO
Another Service WITH

My Service (WITH a ) A Service WITH a Input from
. a Community . o
Community L Child and Adolescent Paediatricians and Don't know
o Paediatrician or L .
Peadiatrician) Psychiatrist Child and Adolescent

Paediatrician Lo
Psychiatrists

Alcohol and Drug |:| |:| |:| |:|

Problems (Includes

[]

Intoxication)
Psychosis

Mood Disorder
(Depression/Bipolar)

Emotional Disorder
(Anxiety/OCD)

Psychological Trauma

Psychological Disorder
associated with Physical
Symptoms

Feeding Disorders
(Avoidant/Restrictive Food
Intake Disorders)

Eating Disorder

Self Harm and Suicidality
Learning Disability
Autism Spectrum Disorder
ADHD

Tourettes

Other
Neurodevelopmental
Disorders

Aggressive and Disruptive
Behaviour

Abuse/Neglect
Attachment Disorder
Looked After Children

Foetal Alcohol Syndrome

000 O Ooooooe O o O CEd
N e 0 I N | I R B
N e 0 I N | A O
N e 0 I B | I I B [
N e 0 I N | A O

Any Comment

»
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CAPSS Survey of Community Paediatricians

* 8. If a child/adolescent with one of the following conditions attends the community
paediatric service you work in, please indicate the likelihood of your involement* in their
assessment or care.

*"Involvement in their assessment or care” includes being aware of (e.g. having
responsibility for, aware through multidisciplinary team discussion, supervision) or
having direct clinical contact with the child/adolescent.

Sometimes (25%-
Always/Mostly (>75%)  Often (50%-75%) Rarely/Never (<25%) Don't know

50%)
Alcohol and Drug O O d O

Problems (Includes
Intoxication)

Psychosis

Mood Disorder (Depression
and Bipolar)

Emotional Disorder
(Anxiety/OCD)

Psychological Trauma

Psychological Disorder
associated with Physical
Symptoms

Feeding Disorders
(Avoidant/Restrictive Food
Intake Disorders)

Eating Disorder

Self Harm and Suicidality
Learning Disability
Autism Spectrum Disorder
ADHD

Tourettes

Other
Neurodevelopmental
Disorders

Aggressive and Disruptive
Behaviour

Abuse/Neglect
Attachment Disorder

Looked After Children

OO0 O OO0O0O0O00OL O OO0 O OO0
OO0 O OO0O0O0O00OL O OO0 O OO
0000 O OO0O0000OL O 00O O OO0
OO0 O OO0O0O0O00OL O OO O OO O
O000O O OO0O0000OL O 00O O OO0

Foetal Alcohol Syndrome

Any Comment

»
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CAPSS Survey of Community Paediatricians

End of Survey

Thank you very much for your time and help with this survey!

9. Please indicate in the space below if there is anything else you feel is relevant that
has not been covered in this survey

Page 9
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End of Survey

Thank you for your time and willingness to participate in this survey but you can only help if you have a clinical role in
community paediatrics.

Page 10
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CAPSS Survey of Community Paediatricians

We wish to know about Community Paediatricians involvement in the care of children and adolescents with specific
mental health conditions. This information will help us to understand the validity of the Child and Adolescent
Psychiatry Surveillance System process.

*1. Does your work in community paediatrics involve clinical work with patients?

Any Comment

Page 1
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CAPSS Survey of Community Paediatricians

*2, Does your work involve both acute and community paediatric patients?

O Yes

10 O No, all my work is in community paediatrics

oNOYTULT D WN =

O No, all my work is in acute paediatrics

Page 2
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CAPSS Survey of Community Paediatricians

3. What is your grade?

O Consultant

O Associate Specialist

O Staff Grade

O Other Non-Consultant Career Grade
O Trainee

4. Do you have a special role or special interest in one or more of the following?
Please answer all that apply

|:| Safeguarding/Child Protection

|:| Looked After Children

|:| Neurodevelopmental (including ADHD and ASD)
|:| Neurodisability

|:| Foetal Alcohol Syndrome

|:| Behavioural Paediatrics

|:| Other (please specify)

Page 3
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Please answer the questions that follow about all areas of your clinical work.

* 5, Is the assessment and/or treatment of mental health disorders part of your job plan
and/or a part of the service you work in?

Please specify

* 6. What is the age range you are involved with in your clinical work?
Please answer all that apply

Any Comment
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* 7. Please indicate which service(s) a child/adolescent will attend for
assessment/treatment if they present in your catchment population with one of the
following conditions:

(Please answer in relation to the age range of your service, this may involve checking

more than one box for each condition)

. Any Service with NO
Another Service WITH

My Service (WITH a ) A Service WITH a Input from
. a Community . o
Community L Child and Adolescent Paediatricians and Don't know
o Paediatrician or L .
Peadiatrician) Psychiatrist Child and Adolescent

Paediatrician Lo
Psychiatrists

Alcohol and Drug |:| |:| |:| |:|

Problems (Includes

[]

Intoxication)
Psychosis

Mood Disorder
(Depression/Bipolar)

Emotional Disorder
(Anxiety/OCD)

Psychological Trauma

Psychological Disorder
associated with Physical
Symptoms

Feeding Disorders
(Avoidant/Restrictive Food
Intake Disorders)

Eating Disorder

Self Harm and Suicidality
Learning Disability
Autism Spectrum Disorder
ADHD

Tourettes

Other
Neurodevelopmental
Disorders

Aggressive and Disruptive
Behaviour

Abuse/Neglect
Attachment Disorder
Looked After Children

Foetal Alcohol Syndrome

000 O Ooooooe O o O CEd
N e 0 I N | I R B
N e 0 I N | A O
N e 0 I B | I I B [
N e 0 I N | A O

Any Comment

»
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CAPSS Survey of Community Paediatricians

* 8. If a child/adolescent with one of the following conditions attends the community
paediatric service you work in, please indicate the likelihood of your involement* in their
assessment or care.

*"Involvement in their assessment or care” includes being aware of (e.g. having
responsibility for, aware through multidisciplinary team discussion, supervision) or
having direct clinical contact with the child/adolescent.

Sometimes (25%-
Always/Mostly (>75%)  Often (50%-75%) Rarely/Never (<25%) Don't know

50%)
Alcohol and Drug O O d O

Problems (Includes
Intoxication)

Psychosis

Mood Disorder (Depression
and Bipolar)

Emotional Disorder
(Anxiety/OCD)

Psychological Trauma

Psychological Disorder
associated with Physical
Symptoms

Feeding Disorders
(Avoidant/Restrictive Food
Intake Disorders)

Eating Disorder

Self Harm and Suicidality
Learning Disability
Autism Spectrum Disorder
ADHD

Tourettes

Other
Neurodevelopmental
Disorders

Aggressive and Disruptive
Behaviour

Abuse/Neglect
Attachment Disorder

Looked After Children

OO0 O OO0O0O0O00OL O OO0 O OO0
OO0 O OO0O0O0O00OL O OO0 O OO
0000 O OO0O0000OL O 00O O OO0
OO0 O OO0O0O0O00OL O OO O OO O
O000O O OO0O0000OL O 00O O OO0

Foetal Alcohol Syndrome

Any Comment

»
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CAPSS Survey of Community Paediatricians

End of Survey

Thank you very much for your time and help with this survey!

9. Please indicate in the space below if there is anything else you feel is relevant that
has not been covered in this survey

Page 9
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End of Survey

Thank you for your time and willingness to participate in this survey but you can only help if you have a clinical role in
community paediatrics.

Page 10
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Appendix

Survey Questions
1. Does your work in community paediatrics involve clinical work with patients?
o Yes o No
Any Comment
2. Does your work involve both acute and community paediatric patients?
o0 Yes No, all my work is in community paediatrics o0 No, all my work is in acute paediatrics
3. What is your grade?

O Consultanto Associate Specialist o Staff Grade o Other Non-Consultant Career

Grade O Trainee
3. Do youhaveaspecialroleorspecialinterestinoneormoreofthefollowing? Please answer all that
apply

e Safeguarding/Child Protection

Looked After Children

Neurodevelopmental (including ADHD and ASD)

Neurodisability

Foetal Alcohol Syndrome

Behavioural Paediatrics

Other (please specify)

5. Is the assessment and/or treatment of mental health disorders part of your job plan and/or a
part of the service you work in?

o Yes 0O No O Others (Please specify)
6. What is the age range you are involved with in your clinical work? Please answer all that apply
e Llessthan5
e 5-11
e 11-18

e Any Comment?
7. Please indicate which service(s) a child/adolescent will attend for assessment/treatment if they
present in your catchment population with one of the following conditions:
(Please answer in relation to the age range of your service, this may involve checking more than
one box for each condition)

Page 40 of 41

My Service Another A Service Another Don't
(WITH a Service WITH a | WITH Child | Service WITH know
Community Community and input from
Peadiatrician) | Peadiatrician | Adolescent | Peadiatricians

or Psychiatrist | and

Peadiatrician Adolescent

Psychiatrist

Alcohol and Drug
Problems (Includes
Intoxication)

Psychosis

Mood Disorder

Page1of3
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(Depression/Bipolar)

Emotional Disorder
(Anxiety/OCD)

Psychological
Trauma

Psychological
Disorder associated
with Physical
Symptoms

Feeding Disorders
(Avoidant/Restrictive
Food Intake
Disorders)

Eating Disorder

Self Harm and
Suicidality

Learning
Disability

Autism Spectrum
Disorder

ADHD

Tourettes

Other
Neurodevelopmental
Disorders

Aggressive and
Disruptive Behaviour

Abuse/Neglect

Attachment Disorder

Looked After
Children

Foetal Alcohol
Syndrome

Any Comment

8. If a child/adolescent with one of the following conditions attends the community paediatric
service you work in, please indicate the likelihood of your involvement* in their assessment or
care.

*'Involvement in their assessment or care" includes being aware of (e.g. having responsibility for,
aware through multidisciplinary team discussion, supervision) or having direct clinical contact with
the child/adolescent).

Always/Mostly | Often Sometimes | Rarely/Never | Don't
(>75%) (50%-75%) | (25%-50%- | (<25%) know
Alcohol and Drug
Page2 of 3
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Problems (Includes
Intoxication)

Psychosis

Mood Disorder
(Depression/Bipolar)
Emotional Disorder
(Anxiety/OCD)

Psychological Trauma

Psychological Disorder
associated with Physical
Symptoms

Feeding Disorders
(Avoidant/Restrictive
Food Intake Disorders)

Eating Disorder

Self-Harm and
Suicidality

Learning Disability

Autism Spectrum
Disorder

ADHD

Tourettes

Other
Neurodevelopmental
Disorders

Aggressive and
Disruptive Behaviour

Abuse/Neglect

Attachment Disorder

Looked After Children

Foetal Alcohol
Syndrome

Any Comment

been covered in this survey

Thank you very much for your time and help with this survey!
End of Survey

https://mc.manuscriptcentral.com/bmjpo
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ABSTRACT

Objective: To ascertain the extent to which community paediatricians are involved in the care of
children with mental health conditions in order to determine which difficulties are appropriate for
single or joint surveillance by the British Paediatric Surveillance Unit (BPSU) and Child and
Adolescent Psychiatry Surveillance System (CAPSS).

Design: An online survey of the 1,120 members of the British Association of Community Child Health
(BACCH) working in 169 Community Child Health (CCH) Services in the UK.

Results: A total of 245 community paediatricians responded to the survey. This represents 22% of
members of BACCH but likely to have covered many of the 169 CCH Units because participants could
respond on behalf of other members in their Unit. The survey showed that Children and Young
People (CYP) with neurodevelopmental conditions presented more frequently to paediatrics than to
Child and Adolescent Mental Health Services (CAMHS). In addition, a sizeable proportion of CYP with
emotional difficulties presented to paediatricians (e.g. 29.5% for anxiety / OCD, and 12.8% for
depression) — mainly due to difficulty with accessing CAMHS. More than half of the community
paediatricians are involved in the care of CYP with anxiety and OCD, while 32.3% are involved in the
care of those with depression.

Conclusion: There is significant involvement of community paediatricians in the care of CYP with
mental health conditions. Involvement is highest for neurodevelopmental conditions, but also
significant for CYP with emotional difficulties. The implication of the findings for surveillance case
ascertainment is that joint BPSU and CAPSS is recommended for surveillance studies of
neurodevelopmental conditions. However, for emotional disorders, single or joint surveillance
should be made based on the specific research question and the relative trade-offs between case
ascertainment, and the additional cost and reporting burden of joint surveillance. Single CAPSS
studies remain appropriate for psychosis and bipolar disorder.

INTRODUCTION

Epidemiological studies are important for understanding disease trends and planning services.! Large
scale epidemiological studies help to determine reliable population estimates of common health
conditions. However, for less common disorders, large epidemiological studies may not identify
enough cases to enable the required analyses. For example, despite a very large representative
sample size of 9,117 children, the “Mental Health of Children and Young People in England Survey”
stated that the “sample was too small to reliably detect change in a low prevalence condition .....” .2
Therefore, using typical epidemiological surveys to study uncommon conditions, may require
prohibitively large sample sizes that would render such studies unaffordable and impractical.

On the other hand, surveillance methodology provides a cheaper and more efficient alternative
epidemiological approach to studying uncommon conditions.! This methodology was pioneered by
the British Paediatric Surveillance Unit (BPSU) in 1986.3 The BPSU has so far conducted 120
surveillance studies® many of which have had important policy impact.* Indeed, this surveillance
strategy developed by the BPSU has been referred to as a success story of modern paediatrics.? The
success has led to its replication for paediatric research in many countries (Lynn and Reading 2020).
Also, similar methodology has been developed in the UK for Obstetrics and Gynaecology,
Ophthalmology and, Child and Adolescent Mental Health.3 The latter is referred to as the Child and
Adolescent Psychiatric Surveillance System (CAPSS) (https://www.rcpsych.ac.uk/docs/default-
source/default-document-library/capss-10-year-report-final.pdf?sfvrsn=e3402268 2 ).

Although surveillance methodology is typically applied to uncommon disorders, the strategy can
equally be used to study aspects of common conditions. Examples include rare events associated
with common conditions or practices such as the incidence of neuroleptic malignant syndrome

https://mc.manuscriptcentral.com/bmjpo
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associated with use of antipsychotic medications. Surveillance strategy can also apply to studies of
uncommon subtypes of common conditions such as Obsessive Compulsive Disorder related to
Paediatric Autoimmune Neuropsychiatric Disorders Associated with Streptococcal Infections
(PANDAS).

The principle of surveillance methodology is described in detail elsewhere>® and illustrated in Figure
1. Using CAPSS as example, every month, the Surveillance Team based at the Royal College of
Psychiatrists send emails to all consultant child and adolescent psychiatrists in the UK and Republic
of Ireland (ROI) requesting them to report whether they have seen a new case of the condition being
studied. Consultants who report that they have seen cases are contacted by the researchers (who
are independent of CAPSS) to obtain the relevant research data about the case. BPSU and CAPSS
operate active case surveillance, which means that consultants are also requested to report if they
have not seen a case. This approach helps to monitor response rate and compliance.3

Given that incidence rate is one of the main outcomes of surveillance studies?, it is essential that the
estimation of this parameter is reliable in order to have policy impact. The reliability of incidence

estimates requires that case ascertainment is as complete as possible.? This is particularly crucial for
less common conditions because missing a few cases can significantly skew the calculated incidence.

One of the surveillance strategies to improve case ascertainment is multiple data sourcing” such as
among different professional groups who are likely to see or know of cases of the conditions being
studied.? Thus, for conditions commonly seen by both Paediatricians and Child Psychiatrists,
ascertainment is improved by concurrent surveillance through BPSU and CAPSS. A joint Royal College
of Paediatrics and Child Health (RCPCH) / British Association of Community Child Health (BACCH)
workforce guide identifies child mental health conditions such as Attention Deficit and Hyperactivity
Disorder (ADHD) and Autism Spectrum Disorder (ASD) as within the roles and expertise of
community paediatricians.? It is also well recognised that other mental health conditions such as
Eating Disorders and Conversion Disorder require paediatric support for optimum assessment and
treatment. This understanding has informed joint BPSU/CAPSS surveillance studies of eating
disorders®, conversion disorder!® and ADHD transition?!.

The importance of joint BPSU/CAPSS surveillance is well illustrated in the conversion disorder study
whereby cases reported by paediatricians and child psychiatrists had only a very small overlap of
4.2%.%2 This study found that surveillance of either professional group alone would have reduced
case ascertainment by 59% or 36%% respectively.'? This strongly underlines the importance of joint
BPSU and CAPSS surveillance for better case ascertainment of conditions that commonly interface
between Paediatric and Child and Adolescent Mental Health Services (CAMHS).

In addition to joint studies, both BPSU and CAPSS conduct single-Unit studies for conditions that are
considered to be seen almost exclusively by paediatricians (for BPSU) or child psychiatrists (for
CAPSS). CAPSS has conducted single-Unit studies of non-affective psychosis'?, paediatric bipolar
disorder!4, and early onset depression. These CAPSS-only studies ran on the assumption that
adequate case ascertainment is achievable for these conditions through surveillance of only child
psychiatrists. It was considered that for such conditions, joint CAPSS and BPSU surveillance would
achieve little additional case ascertainment at huge extra costs and increased reporting burden on
paediatricians who are unlikely to see affected children.

However, while the assumption that paediatricians are not seeing children with the aforementioned
types of mental health conditions appears to have face validity, this hypothesis would benefit from
empirical evaluation. Although community paediatrics workforce guide?® states that community
paediatricians are not usually trained to assess and treat these types of mental health conditions,
the document acknowledged that the underfunding of CAMHS may lead to increased pressure on
community paediatricians to become involved in the management of more mental health
difficulties. The latter point is hinted at by the increase in the proportion of Community Paediatric
Services that manage ADHD from 15% in 2006 to 63% in 2016.8
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Thus, the first objective of this study is to ascertain the extent to which community paediatricians
may be involved in the care of children with mental health conditions, the types of mental health
conditions they are involved in providing care for, and the reasons for their involvement. These
findings could help to determine with more clarity which child and adolescent mental health
conditions are appropriate for CAPSS-only surveillance and which ones justify the additional cost and
effort of dual BPSU-CAPSS surveillance to maximise case ascertainment. The second objective of this
study is to explore the challenges and opportunities in joint working between Community
Paediatricians and CAMHS. However, due to space limitation, data from this second objective is not
included in the current paper, but will be the subject of a separate publication. The study focused on
community paediatricians because the structure of health services for children in the UK indicate
that these are the paediatricians who are more likely to interface with CAMHS.8 Furthermore,
Community Paediatricians often work with children who are likely to have experienced childhood
adversities that increase the risk of mental health difficulties.'> Examples of such young people
include Children Looked After by the State and those involved in adoption and fostering, and or
Safeguarding procedures.'®

METHODS
Survey methods.

This survey adapted questions and methodology used by an earlier CAPSS survey of consultant child
and adolescent psychiatrists.)” Two experienced community paediatricians and a specialist in
surveillance methodology reviewed the earlier survey questions and adapted them for completion
by community paediatricians. The final version of the questionnaire was agreed by consensus. The
survey included structured questions with multiple response options and one Likert rating scale. The
structured questions sought information on the community paediatricians’ special areas of interest,
experience of joint working with CAMHS, and presentation of Children and Young People (CYP) with
mental health conditions to their services. The community paediatricians used the Likert scale to
rate the likelihood of their involvement in the assessment or care of CYP with specific mental health
conditions. The response options were “Always/Mostly (>75%)”, “Sometimes (25%-75%)”,
“Rarely/Never (<25%)”, “Don't know”, and “Not applicable”. The structured responses are presented
in the results as frequencies and percentages. Provision was made for free text comments to help to
further understand the context for answers to the structured questions. Thematic content analysis
was used to identify common themes within the participants’ free text comments. The survey was
discussed by the Executive Committee members of CAPSS as well as by members of the BPSU. In
line with current UK research governance framework, ethical approval was not required as this was a
completely anonymous survey with entirely voluntary participation by persons not classified as
"vulnerable".

Survey administration

The survey was distributed through the British Association of Community Child Health (BACCH)
newsletters and direct mass-emailing to members via a link to the web-based tool Survey Monkey
(www.surveymonkey.com). Responses were obtained between December 2015 and August 2016.
BACCH had a total membership of 1,120 in 2015. However, in order to reduce response burden and
still achieve national coverage, respondents were advised that they could choose to complete one
guestionnaire on behalf of their Service, Unit or Department. There were 169 distinctly managed
Community Child Health Services in the UK in 2015.8

Patient and Public Involvement

https://mc.manuscriptcentral.com/bmjpo


http://www.surveymonkey.com/

oNOYTULT D WN =

BMJ Paediatrics Open

This survey was carried out among clinicians and no direct patient data was required. The
BPSU has a permanent PPI Representative on the Executive board, who provided support for
the study. This is acknowledged in the paper.

RESULTS
Respondents’ characteristics

A total of 245 community paediatricians responded to the survey. Although this represents 22% of
the 1120 members of BACCH in 2015 (excluding retired, affiliate and overseas members), we believe
that the responses provide a good coverage of the 169 Community Child Health (CCH) units in the
UK because respondents were advised that they could choose to complete one questionnaire on
behalf of their Unit / Service. All the respondents stated that they worked clinically in community
paediatrics.

Most respondents were Consultants 177 (75.3%) but responses were also received from Associated
Specialists 37 (15.7%), Staff Grades 9 (3.8%), and other grades of doctors such as trainees 12 (5.1%).
Table 1 shows that the respondents’ most common areas of special interests are in
neurodevelopmental conditions 160 (70.5%), neurodisability 114 (50%), child safeguarding 97
(42.7%), and behavioural paediatrics 74 (32.6%).

Joint working with Child and Adolescent Mental Health Services (CAMHS)

The community paediatricians were asked about joint working with CAMHS in order to gain an
understanding of how their organisation’s structures might moderate their involvement in the care
of CYP with mental health conditions. Less than half of the respondents (42.7%) reported that their
paediatric services are part of a multidisciplinary team or joint service with CAMHS. Thematic
analysis of free text comments showed that the commonest area of joint work is in the assessment
and treatment of CYP with ADHD and ASD, more so for the younger age groups. This theme was
mentioned 35 times. An example of a related comment is “/ work closely with CAMHS regarding
children with ASD and do joint assessments for children 2% to 5years old”.

Local pathways for new presentations of child and adolescent mental health conditions.

In order to explore the community paediatricians’ contact with CYP with mental health difficulties at
the initial part of the patient’s care journey, they were asked which service(s) would a child or
adolescent attend for assessment and or treatment if they present in the paediatrician’s catchment
area with the specific mental health conditions listed in Table 2.

Their responses showed that, on the whole, CYP with neurodevelopmental conditions such as ASD,
ADHD, and Tourette syndrome present more frequently to paediatrics than to CAMHS. The
difference is particularly striking for ASD whereby 93% would present to paediatrics compared with
CAMHS (46.7%). The proportion for ADHD and Tourette syndrome is evenly split between
paediatrics and CAMHS. Also, there is limited presentation to “joint services” for all conditions
including neurodevelopmental disorders.

The above trend is different in relation to emotional difficulties, in that, most CYP with self-harm and
suicidal behaviour, depression, anxiety, and Obsessive Compulsive Disorder (OCD) would present to
CAMHS (= 98%). However, a sizeable proportion of CYP with these emotional difficulties may also
present to paediatricians (e.g. 29.5% for anxiety / OCD, and 12.8% for depression). Even cases of
psychosis and bipolar were reported to present to paediatricians albeit at very low frequencies
(1.8%).

https://mc.manuscriptcentral.com/bmjpo
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Given that the workforce guide for community paediatricians® does not recommend working with
CYP presenting with the types emotional difficulties that would typically be seen in CAMHS, the
community paediatricians’ free text comments were analysed thematically to understand the
reasons why such CYP are presenting to paediatric services. The overwhelming reason identified is
“difficulty with accessing CAMHS”. This concern was mentioned 59 times (which represents 24% of
the participating community paediatricians). Four examples of related comments are reported in Box
1.

Involvement of community paediatricians in the assessment or care of children with mental health
conditions.

In order to gain further understanding about how much community paediatricians are likely to have
some involvement with the care of children with mental health conditions attending their paediatric
services, they were asked to rate the likelihood of them being “aware of” a child attending their
service with the mental health conditions in Table 3. “Awareness” of such cases was defined broadly
to include direct clinical care for the child or involvement in multidisciplinary team discussion or
supervision about the child. This broad definition is in keeping with the level of involvement required
for consultants to be able to report a case for BPSU or CAPSS surveillance studies.? A consultant only
needs to know enough about the case to judge whether the child meets the inclusion criteria for
reporting. BPSU and CAPSS encourage consultants to report cases they “know of”, even if they
believe that someone else might report the case. This practice helps to improve surveillance case
ascertainment. The potential for double reporting is preferred to non-reporting because surveillance
researchers are able to prevent double-counting of reported cases through a process of de-
duplication.

By combining the response options of “always” and “sometimes”, Table 3 shows that the vast
majority of the community paediatricians (above 75%) have some involvement in the assessment or
care of children with ASD, ADHD, Tourette syndrome, Intellectual disability, and Foetal Alcohol
Syndrome. Between 50 — 75% have some involvement in the assessment or care of children with
attachment disorder, eating disorder, and anxiety including OCD. About a third (32.3%) are involved
in assessment or care of children with depression, and a small proportion (8.2%) in the care of those
with psychosis and bipolar disorder.

DISCUSSION

The main objectives of this study were to ascertain the extent to which Community Paediatricians
are involved in the care of children with mental health conditions, the types of mental health
conditions they are involved in providing care for, reasons for their involvement, and the
implications for case ascertainment for surveillance studies by CAPSS and BPSU. The survey found
high levels of community paediatricians’ involvement in the assessment and treatment of
neurodevelopmental conditions, more so for ASD. The study also found a significant level of
presentation of CYP with emotional difficulties to community paediatric services.

The high level of community paediatricians’ involvement in the assessment and treatment of CYP
with neurodevelopmental conditions like ASD and ADHD is consistent with their expertise, workforce
recommendations® and established practice in the UK.'® The community paediatricians appeared
positive about this area of work. There was no free text comment to suggest that any of the
paediatricians had concerns about supporting CYP with neurodevelopmental difficulties. Concerns
were expressed only when the CYP developed comorbid emotional difficulties which required
CAMHS support but this was difficult to access. This concern is consistent with the view that CYP
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with neurodevelopmental conditions like ADHD and ASD are best managed holistically within an
integrated service model involving both paediatrics and CAMHS.*®

The surveillance implication of the high presentation of neurodevelopmental conditions to
community paediatrics supports the current practice of joint BPSU and CAPSS surveillance for such
conditions.?° This practice is exemplified by a recent joint study on ADHD transition which showed
that 64% of the cases were reported by paediatricians while 36% were by child and adolescent
psychiatrists with no cases dually reported through both BPSU and CAPSS.1! The high losses of case
ascertainment if the study had been a single BPSU or CAPSS study is self-evident.

The community paediatricians reported a significant level of presentation of CYP with emotional
difficulties to their services (e.g. 29% for anxiety and OCD). The primary reason for this situation is
difficulty with access to CAMHS. The survey found that unlike neurodevelopmental conditions, the
community paediatricians expressed concerns that their involvement in the care of CYP with
emotional difficulties is beyond their training and expertise. Many suggested that they had to offer
help, because the affected CYP would otherwise have no support. The service implications of these
concerns are discussed later. However, for purposes of surveillance studies, the significant
presentation of CYP with emotional difficulties to community paediatric services could have
implications for case ascertainment. The surveillance implication is even more significant if account
is taken of the high proportion of community paediatricians who were “aware” of CYP with
emotional difficulties in their service. The latter point is based on the fact that a consultant being
“aware of” or “knowing of” a case is sufficient for them to make a surveillance report on the case.

The surveillance implication of the significant presentation of CYP with emotional difficulties to
community paediatric services requires some nuancing. Joint BPSU and CAPSS surveillance is twice
as expensive. It also tasks the goodwill of consultants in both specialities who make voluntary
monthly reports about having seen or not seen cases. Maintaining the goodwill of consultants is a
crucial factor in sustaining surveillance platforms. This requires careful management of the number
of studies in order to prevent excessive reporting burden on consultants. These points indicate that
a strong justification should be required to support joint BPSU and CAPSS studies in order to
optimally balance the trade-offs between case ascertainment, cost and increased reporting burden
on consultants. We recommend that in relation to emotional difficulties, the justification should
depend on the specific research question. For example, while OCD is an emotional difficulty, a
surveillance study of OCD presentation in the context of PANDAS would require joint BPSU and
CAPSS strategy. The separate Executive Committees of BPSU and CAPSS can advise researchers early
in the planning of a study regarding whether the research question is likely to require a single or
joint surveillance.

BPSU surveillance covers all Consultant Paediatricians in the UK and ROIl. However, for some
surveillance studies of child and adolescent mental health difficulties where the interface is more
likely with community paediatricians (rather than the general body of paediatricians), a case could
be made to limit the cost and reporting burden by running a joint CAPSS and BACCH study (instead
of joint CAPSS and BPSU). However, there is currently no surveillance infrastructure for only BACCH
members.

The very low levels of presentation of CYP with psychosis and bipolar disorder to community
paediatrics supports the current practice of CAPSS-only surveillance for such conditions. The
additional expense and reporting burden of joint surveillance is unlikely to be justifiable for such
cases. However, there could still be circumstances whereby a surveillance study of psychotic patients
may require joint BPSU and CAPSS strategy. A potential example would be a study of the incidence
of neuroleptic malignant syndrome in CYP treated with antipsychotic medications.

The concern about access to CAMHS, which was raised by almost a quarter of the paediatricians
require some brief exploration even though it is less central to the study objective covered in this
paper (which is focused on the implication for surveillance case ascertainment). This challenge with
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CAMHS access appeared to be pervasive and it generated a lot of frustration among the community
paediatricians. Some of the paediatricians indicated that they were reluctantly over-reaching their
expertise to help CYP with mental health difficulties that would normally be seen by CAMHS. Many
paediatricians formulated the reason for the problem with CAMHS access as underfunding of
CAMHS, leading to short staffing, long waiting times, and raised referral threshold to focus on CYP
with the most severe mental illnesses. Therefore, several community paediatricians suggested that
the main solution is to expand CAMHS capacity. Some of the paediatricians cautioned against the
type of token measures that occurred in their own catchment which involved the commissioners
rebranding CAMHS without extra resources which resulted in no improvement in access. We hope
that the NHS Long Term Plan https://www.longtermplan.nhs.uk/ which has specific commitment of
extra resources for CAMHS as well as commitment to closer integration of services would bring
about genuine and sustained improvement in access to CAMHS.

Strengths and limitations of the study

One of the strengths of this study is its nationwide scope and presentation of a representative
sample of CCH paediatricians’ workload and experience of working with CAMHS practitioners in the
UK. There are however potential weaknesses of the study that require caution when interpreting
the results.
The main limitation of this paper relates to uncertainty about the representativeness of the survey
sample. We surveyed members of BACCH as this group of paediatricians are more likely to interface
with CAMHS. However, they consisted of just over a quarter of the total UK paediatric consultant
workforce of 3996 in 2015 (https://www.rcpch.ac.uk/resources/paediatric-workforce-data-policy-
briefing-2017). Although we believe that the 245 respondents provided a good coverage of the 169
CCH Units around the UK, concerns about confidentiality meant that we did not invite data that
could link respondents to CCH Units. Thus, the absence of information on the regional spread of the
respondents as well as the age and gender distribution means that there is some uncertainty about
the degree to which the findings are generalisable.

CONCLUSION

This survey identified a significant involvement of community paediatricians in the assessment and
treatment of CYP with mental health conditions. The involvement is highest in relation to
neurodevelopmental conditions, and this is in keeping with the expectation and expertise of
community paediatricians. However, there is also significant involvement in the care of CYP with
emotional difficulties which is mainly due to lack of access to CAMHS. The implication of the findings
for surveillance case ascertainment is that joint BPSU and CAPSS continues to be recommended for
surveillance studies of neurodevelopmental conditions. For surveillance studies of emotional
disorders, a nuanced decision about single or joint surveillance should be made based on the specific
research question and the relative trade-offs between case ascertainment, cost and reporting
burden. Single CAPSS studies remain appropriate for surveillance studies of psychosis and bipolar
disorder. There is urgent need to expand access to CAMHS. This would reduce the need for
community paediatricians to over-reach their expertise to support CYP with mental health
difficulties whose needs would be better met by CAMHS.
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What is already known on this topic?

>

The British Paediatric Surveillance Unit (BPSU) and Child and Adolescent Psychiatric
Surveillance System (CAPSS) study uncommon childhood conditions

BPSU and CAPSS conduct single or joint studies based on assumptions about whether the
conditions overlap, but these assumptions have not been formally tested.

Understanding the involvement of community paediatricians in caring for children with
mental illnesses can improve decisions about joint or single BPSU and CAPS surveillance

What is this paper adds?

>

>

Community paediatricians are highly involved in caring for children with
neurodevelopmental conditions, and to some degree those with emotional difficulties, but
minimally for psychosis

Joint BPSU and CAPSS surveillance of neurodevelopmental conditions is required to
maximise case ascertainment but CAPSS-only surveillance is appropriate for psychosis and

bipolar disorder

Surveillance studies of emotional disorders could be joint BPSU and CAPSS or CAPSS-only
depending on the specific research question.
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Tables

Table 1: Respondents main areas of special interest

oNOYTULT D WN =

Main areas of special interest N %

9 Neurodevelopmental (including ADHD 160 70.5%
10 and ASD)

1 Neurodisability 114 50.2%

12 Safeguarding/Child Protection 97 42.7%

Behavioural paediatrics 74 32.6

Look After Children 68 29.9%

Foetal Alcohol Syndrome 40 17.6%
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Table 2: Local pathways for new presentations of child and adolescent mental health conditions.*

Type of Service the child or adolescent would attend for
assessment and or treatment

Child or Adolescent’s mental health Paediatrics CAMHS A joint Paediatric and
condition N (%) N (%) CAMHS Service
N (%)
ASD 211(93) 103(46.7) 47(20.7)
ADHD 154(67.8) 138(60.8) 24(10.6)
Tourette syndrome 142(62.6) 149(65.6) 3(1.3)
Learning Disability 209(92.1) 84(37.0) 13(5.73)
Attachment Disorder 84(37.0) 144(63.4) 9(4.0)
Foetal Alcohol Syndrome 205(90.3) 32(14.1) 1(0.4)
Eating/Feeding Disorders 127(56.0) 167(73.6) 18(7.9)
Self-Harm/Suicidality 34(15.0) 223(98.2) 3(1.3)
Anxiety including Obsessive 67(29.5) 223(98.2) 3(1.3)
Compulsive Disorder(OCD)
Depression 29(12.8) 224(98.7) 3(1.3)
Psychosis and Bipolar Disorder 4(1.8) 223(98.2) 3(1.3)

*Multiple answers allowed

https://mc.manuscriptcentral.com/bmjpo
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Table 3. Respondents’ involvement in the assessment or care of children with mental health

conditions.

Level of respondent’s involvement*

Child or Adolescent’s mental health Always/Mostly Sometimes Rarely/Never
condition N (%) ** N (%) N (%)
ASD 168(76.4) 35(15.9) 12(5.5)
Intellectual Disability 137(62.3) 67(30.5) 8(3.6)
Foetal Alcohol Syndrome 122(55.5) 71(32.3) 20(9.1)
ADHD 113(51.4) 52(23.6) 45(20.5)
Tourette syndrome 69(31.4) 74(33.6) 59(26.8)
Eating/Feeding Disorders 43(19.6) 81(36.8) 80(36.4)
Anxiety including Obsessive 34(15.5) 87(39.6) 87(39.6)
Compulsive Disorder(OCD)

Attachment Disorder 33(15.0) 117(53.2) 54(24.6)
Depression 6(2.7) 65(29.6) 130(59.1)
Psychosis and Bipolar Disorder 5(2.3) 13(5.9) 166(75.5)

*Involvement defined as “Awareness” of such as case from direct clinical care for the child or
involvement in multidisciplinary team discussion or supervision about the child.

** Arranged in order of prevalence for paediatricians’ involvement

https://mc.manuscriptcentral.com/bmjpo
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Box 1 showing some examples of comments explaining the involvement of community
paediatricians in the assessment or care of children with mental health conditions.

1. “Itis extremely difficult to access CAMHS and so many patients with mental/emotional
health concerns end up being seen by paediatrics”

2. “Threshold for referral acceptance by CAMHS is very high so we tend to see a lot of children
that would ideally be seen by CAMHS”

3.  “The Community Paediatric team is holding responsibility for a large number of children who
actually require psychological or psychiatric input which is not provided”

4. “CAMHS have very strict entry criteria and reject a lot of patients meaning that they
sometimes come to paediatrics even though we don't necessarily have the appropriate skills
to assess them and no support services to work with them but if CAMHS won't accept then
we are seen as 'better than nothing' which is adding additional strain to our already
overstretched services.”

https://mc.manuscriptcentral.com/bmjpo
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Figure 1. CAPSS Surveillance Research Methodology

oNOYTULT D WN =

CAMHS
Notification Email ﬁ Consultants

13
14
15

Questionnaires

NN
N —
A
v

27 338x190mm (96 x 96 DPI)

60 https://mc.manuscriptcentral.com/bmjpo



oNOYTULT D WN =

BMJ Paediatrics Open Page 18 of 39

CAPSS Survey of Community Paediatricians

We wish to know about Community Paediatricians involvement in the care of children and adolescents with specific
mental health conditions. This information will help us to understand the validity of the Child and Adolescent
Psychiatry Surveillance System process.

*1. Does your work in community paediatrics involve clinical work with patients?

Any Comment

Page 1
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CAPSS Survey of Community Paediatricians

*2, Does your work involve both acute and community paediatric patients?

O Yes

10 O No, all my work is in community paediatrics

oNOYTULT D WN =

O No, all my work is in acute paediatrics

Page 2
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CAPSS Survey of Community Paediatricians

3. What is your grade?

O Consultant

O Associate Specialist

O Staff Grade

O Other Non-Consultant Career Grade
O Trainee

4. Do you have a special role or special interest in one or more of the following?
Please answer all that apply

|:| Safeguarding/Child Protection

|:| Looked After Children

|:| Neurodevelopmental (including ADHD and ASD)
|:| Neurodisability

|:| Foetal Alcohol Syndrome

|:| Behavioural Paediatrics

|:| Other (please specify)

Page 3
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CAPSS Survey of Community Paediatricians

Please answer the questions that follow about all areas of your clinical work.

* 5, Is the assessment and/or treatment of mental health disorders part of your job plan
and/or a part of the service you work in?

Please specify

* 6. What is the age range you are involved with in your clinical work?
Please answer all that apply

Any Comment

https://mc.manuscriptcentral.com/bmjpo
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CAPSS Survey of Community Paediatricians

Page 22 of 39

* 7. Please indicate which service(s) a child/adolescent will attend for
assessment/treatment if they present in your catchment population with one of the
following conditions:

(Please answer in relation to the age range of your service, this may involve checking

more than one box for each condition)

. Any Service with NO
Another Service WITH

My Service (WITH a ) A Service WITH a Input from
. a Community . o
Community L Child and Adolescent Paediatricians and Don't know
o Paediatrician or L .
Peadiatrician) Psychiatrist Child and Adolescent

Paediatrician Lo
Psychiatrists

Alcohol and Drug |:| |:| |:| |:|

Problems (Includes

[]

Intoxication)
Psychosis

Mood Disorder
(Depression/Bipolar)

Emotional Disorder
(Anxiety/OCD)

Psychological Trauma

Psychological Disorder
associated with Physical
Symptoms

Feeding Disorders
(Avoidant/Restrictive Food
Intake Disorders)

Eating Disorder

Self Harm and Suicidality
Learning Disability
Autism Spectrum Disorder
ADHD

Tourettes

Other
Neurodevelopmental
Disorders

Aggressive and Disruptive
Behaviour

Abuse/Neglect
Attachment Disorder
Looked After Children

Foetal Alcohol Syndrome

000 O Ooooooe O o O CEd
N e 0 I N | I R B
N e 0 I N | A O
N e 0 I B | I I B [
N e 0 I N | A O

Any Comment

»
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* 8. If a child/adolescent with one of the following conditions attends the community
paediatric service you work in, please indicate the likelihood of your involement* in their
assessment or care.

*"Involvement in their assessment or care” includes being aware of (e.g. having
responsibility for, aware through multidisciplinary team discussion, supervision) or
having direct clinical contact with the child/adolescent.

Sometimes (25%-
Always/Mostly (>75%)  Often (50%-75%) Rarely/Never (<25%) Don't know

50%)
Alcohol and Drug O O d O

Problems (Includes
Intoxication)

Psychosis

Mood Disorder (Depression
and Bipolar)

Emotional Disorder
(Anxiety/OCD)

Psychological Trauma

Psychological Disorder
associated with Physical
Symptoms

Feeding Disorders
(Avoidant/Restrictive Food
Intake Disorders)

Eating Disorder

Self Harm and Suicidality
Learning Disability
Autism Spectrum Disorder
ADHD

Tourettes

Other
Neurodevelopmental
Disorders

Aggressive and Disruptive
Behaviour

Abuse/Neglect
Attachment Disorder

Looked After Children

OO0 O OO0O0O0O00OL O OO0 O OO0
OO0 O OO0O0O0O00OL O OO0 O OO
0000 O OO0O0000OL O 00O O OO0
OO0 O OO0O0O0O00OL O OO O OO O
O000O O OO0O0000OL O 00O O OO0

Foetal Alcohol Syndrome

Any Comment

»
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End of Survey

Thank you very much for your time and help with this survey!

9. Please indicate in the space below if there is anything else you feel is relevant that
has not been covered in this survey

Page 9
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End of Survey

Thank you for your time and willingness to participate in this survey but you can only help if you have a clinical role in
community paediatrics.

Page 10
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We wish to know about Community Paediatricians involvement in the care of children and adolescents with specific
mental health conditions. This information will help us to understand the validity of the Child and Adolescent
Psychiatry Surveillance System process.

*1. Does your work in community paediatrics involve clinical work with patients?

Any Comment

Page 1
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*2, Does your work involve both acute and community paediatric patients?

O Yes

10 O No, all my work is in community paediatrics

oNOYTULT D WN =

O No, all my work is in acute paediatrics

Page 2
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3. What is your grade?

O Consultant

O Associate Specialist

O Staff Grade

O Other Non-Consultant Career Grade
O Trainee

4. Do you have a special role or special interest in one or more of the following?
Please answer all that apply

|:| Safeguarding/Child Protection

|:| Looked After Children

|:| Neurodevelopmental (including ADHD and ASD)
|:| Neurodisability

|:| Foetal Alcohol Syndrome

|:| Behavioural Paediatrics

|:| Other (please specify)

Page 3
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Please answer the questions that follow about all areas of your clinical work.

* 5, Is the assessment and/or treatment of mental health disorders part of your job plan
and/or a part of the service you work in?

Please specify

* 6. What is the age range you are involved with in your clinical work?
Please answer all that apply

Any Comment

https://mc.manuscriptcentral.com/bmjpo
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* 7. Please indicate which service(s) a child/adolescent will attend for
assessment/treatment if they present in your catchment population with one of the
following conditions:

(Please answer in relation to the age range of your service, this may involve checking

more than one box for each condition)

. Any Service with NO
Another Service WITH

My Service (WITH a ) A Service WITH a Input from
. a Community . o
Community L Child and Adolescent Paediatricians and Don't know
o Paediatrician or L .
Peadiatrician) Psychiatrist Child and Adolescent

Paediatrician Lo
Psychiatrists

Alcohol and Drug |:| |:| |:| |:|

Problems (Includes

[]

Intoxication)
Psychosis

Mood Disorder
(Depression/Bipolar)

Emotional Disorder
(Anxiety/OCD)

Psychological Trauma

Psychological Disorder
associated with Physical
Symptoms

Feeding Disorders
(Avoidant/Restrictive Food
Intake Disorders)

Eating Disorder

Self Harm and Suicidality
Learning Disability
Autism Spectrum Disorder
ADHD

Tourettes

Other
Neurodevelopmental
Disorders

Aggressive and Disruptive
Behaviour

Abuse/Neglect
Attachment Disorder
Looked After Children

Foetal Alcohol Syndrome

000 O Ooooooe O o O CEd
N e 0 I N | I R B
N e 0 I N | A O
N e 0 I B | I I B [
N e 0 I N | A O

Any Comment

»
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* 8. If a child/adolescent with one of the following conditions attends the community
paediatric service you work in, please indicate the likelihood of your involement* in their
assessment or care.

*"Involvement in their assessment or care” includes being aware of (e.g. having
responsibility for, aware through multidisciplinary team discussion, supervision) or
having direct clinical contact with the child/adolescent.

Sometimes (25%-
Always/Mostly (>75%)  Often (50%-75%) Rarely/Never (<25%) Don't know

50%)
Alcohol and Drug O O d O

Problems (Includes
Intoxication)

Psychosis

Mood Disorder (Depression
and Bipolar)

Emotional Disorder
(Anxiety/OCD)

Psychological Trauma

Psychological Disorder
associated with Physical
Symptoms

Feeding Disorders
(Avoidant/Restrictive Food
Intake Disorders)

Eating Disorder

Self Harm and Suicidality
Learning Disability
Autism Spectrum Disorder
ADHD

Tourettes

Other
Neurodevelopmental
Disorders

Aggressive and Disruptive
Behaviour

Abuse/Neglect
Attachment Disorder

Looked After Children

OO0 O OO0O0O0O00OL O OO0 O OO0
OO0 O OO0O0O0O00OL O OO0 O OO
0000 O OO0O0000OL O 00O O OO0
OO0 O OO0O0O0O00OL O OO O OO O
O000O O OO0O0000OL O 00O O OO0

Foetal Alcohol Syndrome

Any Comment

»
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End of Survey

Thank you very much for your time and help with this survey!

9. Please indicate in the space below if there is anything else you feel is relevant that
has not been covered in this survey

Page 9
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End of Survey

Thank you for your time and willingness to participate in this survey but you can only help if you have a clinical role in
community paediatrics.
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Appendix

Survey Questions
1. Does your work in community paediatrics involve clinical work with patients?
o Yes o No
Any Comment
2. Does your work involve both acute and community paediatric patients?
o0 Yes No, all my work is in community paediatrics o0 No, all my work is in acute paediatrics
3. What is your grade?

O Consultanto Associate Specialist o Staff Grade o Other Non-Consultant Career

Grade O Trainee
3. Do youhaveaspecialroleorspecialinterestinoneormoreofthefollowing? Please answer all that
apply

e Safeguarding/Child Protection

Looked After Children

Neurodevelopmental (including ADHD and ASD)

Neurodisability

Foetal Alcohol Syndrome

Behavioural Paediatrics

Other (please specify)

5. Is the assessment and/or treatment of mental health disorders part of your job plan and/or a
part of the service you work in?

o Yes 0O No O Others (Please specify)
6. What is the age range you are involved with in your clinical work? Please answer all that apply
e Llessthan5
e 5-11
e 11-18

e Any Comment?
7. Please indicate which service(s) a child/adolescent will attend for assessment/treatment if they
present in your catchment population with one of the following conditions:
(Please answer in relation to the age range of your service, this may involve checking more than
one box for each condition)

Page 38 of 39

My Service Another A Service Another Don't
(WITH a Service WITH a | WITH Child | Service WITH know
Community Community and input from
Peadiatrician) | Peadiatrician | Adolescent | Peadiatricians

or Psychiatrist | and

Peadiatrician Adolescent

Psychiatrist

Alcohol and Drug
Problems (Includes
Intoxication)

Psychosis

Mood Disorder

Page1of3
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(Depression/Bipolar)

Emotional Disorder
(Anxiety/OCD)

Psychological
Trauma

Psychological
Disorder associated
with Physical
Symptoms

Feeding Disorders
(Avoidant/Restrictive
Food Intake
Disorders)

Eating Disorder

Self Harm and
Suicidality

Learning
Disability

Autism Spectrum
Disorder

ADHD

Tourettes

Other
Neurodevelopmental
Disorders

Aggressive and
Disruptive Behaviour

Abuse/Neglect

Attachment Disorder

Looked After
Children

Foetal Alcohol
Syndrome

Any Comment

8. If a child/adolescent with one of the following conditions attends the community paediatric
service you work in, please indicate the likelihood of your involvement* in their assessment or
care.

*'Involvement in their assessment or care" includes being aware of (e.g. having responsibility for,
aware through multidisciplinary team discussion, supervision) or having direct clinical contact with
the child/adolescent).

Always/Mostly | Often Sometimes | Rarely/Never | Don't
(>75%) (50%-75%) | (25%-50%- | (<25%) know
Alcohol and Drug
Page2 of 3
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Problems (Includes
Intoxication)

Psychosis

Mood Disorder
(Depression/Bipolar)
Emotional Disorder
(Anxiety/OCD)

Psychological Trauma

Psychological Disorder
associated with Physical
Symptoms

Feeding Disorders
(Avoidant/Restrictive
Food Intake Disorders)

Eating Disorder

Self-Harm and
Suicidality

Learning Disability

Autism Spectrum
Disorder

ADHD

Tourettes

Other
Neurodevelopmental
Disorders

Aggressive and
Disruptive Behaviour

Abuse/Neglect

Attachment Disorder

Looked After Children

Foetal Alcohol
Syndrome

Any Comment

been covered in this survey

Thank you very much for your time and help with this survey!
End of Survey
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9. Please indicate in the space below if there is anything else you feel is relevant that has not
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